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Abstract 
 
Context. Influenced by the critical realist philosophy, a social worker interested in dying 
believes in the idea that knowledge is fallible and half true; thus, there is a need for another 
perspective. That being said, knowing of a phenomenon on dying can be elicited in many ways. 
This study utilized published literature as a way of attaining knowledge on how terminally ill 
persons make meaning of their dying experiences in nursing homes. 
Purposes. The general aim of this study was to produce explanations on the meaning-making 
of dying experiences in nursing homes through a critical realist systematic literature review. 
Alongside systematic reviewing, this study was specifically able to identify, describe and 
appraise surveyed literature; synthesize literature findings from primary studies; and finally, 
produce new knowledge out from the constructed synthesized themes. 
Methods. A systematic search of the literature was carried out from February to July 2018 
using databases, hand-searching, literature snowballing, and combining alternative search terms 
and search strategy operators. From the total search results, only 288 were considered potential 
literature. With the use of carefully constructed inclusion and exclusion criteria, it finally 
identified 2 relevant items of literature. These 2 pieces of literature were considered as primary 
studies and subsequently underwent quality (critical) appraisal. A thematic synthesis was used 
to synthesize the findings of the primary studies. 
Findings. In the synthesis of 2 primary studies, it was found out that terminally ill persons 
make meaning of their dying experiences by: (i) indicating the villain that interrupts life; (ii) 
infusing personal efforts in meaning-making; (iii) adopting different ways to restore meaning 
to the dying experience; and (iv) placing meanings in the various aspects of life. Likewise, two 
contrasting issues emerged that have the impact on the meaning-making of terminally ill elderly 
people. These were institutional influence and spirituality. However, these issues were 
eventually fading as death approached. While the terminally ill persons were in their meaning-
making process, they manifested the power of human agency by taking control of the situation. 
This innate agentive power became instrumental to the liberation and freedom from the 
constraints and limitations of being dying. 
Conclusion. Through a critical realist systematic literature review, an insight into how 
terminally ill persons make meaning of their dying experiences in nursing homes has been made 
possible. The findings suggested that through the meaning-making efforts there remains an 
active human agentive power. In the pursuit of understanding terminally ill elderly persons and 
their experiences, it indicated that human agency must be at the prime of doing social work. 
 
Keywords: meaning-making, terminally ill, dying, elderly people, nursing homes, critical 
realism, systematic literature review, critical appraisal, thematic synthesis. 
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Glossary of Terms & Definitions 
 
Data Extracting Form- refers to a particular form a reviewer used during data gathering. 
 
Data Keeping Sheet- it is where all selected literature enlisted after the selection process. It 
is constructed in a table format and includes a list of authors, dates, titles, coding system and 
personal remarks of the reviewer.  
 
Full-Text Review- a process of assessing and critiquing literature starting from title sections 
down to the reference lists. In this study, a full-text review is applied to literature that has passed 
the inclusion and exclusion criteria.  
 
Search Strategy Operators- refers to command operators used to expand or narrow the 
search results on databases. Operators include Boolean, Truncation symbols and wildcard word. 
 
Literature Sensitivity- locating and retrieving as many literature items as possible from 
many sources in order not to miss potential literature sources, thereby achieving a 
comprehensive searching process in the pursuit of a systematic literature review.  
 
Literature Specificity- an approach of carefully including potential literature that is relevant 
and fit for inclusion. Literature specificity happens after literature sensitivity. 
 
Potentially Eligible Literature- refers to literature that has the potential ability to answer 
the research question and must undergo strict assessment by applying the selection criteria. 
Although it has the potential to be included, through stringent assessment it may end up being 
excluded. 
 
Primary Studies- refers to literature items that ultimately are considered as sources of data 
to answer the research question. Primary studies are literature either qualitative or quantitative 
in nature depending on the constructed selection criteria. Furthermore, for any literature to be 
considered a primary study, it must undergo a full-text review and all inclusion criteria must 
apply.  
 
Selection Criteria- refers to the criteria used for all types of systematic literature review. 
These criteria are vital since they assist a reviewer during an objective and careful selection of 
literature. Two types of criteria found in systematic literature review are inclusion criteria and 
exclusion criteria.  
 
Researcher- this term is equally referred to a reviewer in the context of systematic literature 
review. The word researcher denotes my role in the present study, and for a term reviewer it 
signifies my role as the one reviewing the literature. These two terms are categorically the same 
in the context of my study, but it is more fitting to use the term “reviewer” to provide clarity 
and consistency. 
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Chapter 1: Introduction 
One of life´s realities is dying. It is a part of life, as natural as being born (Kubler-Ross, 1975). 
It strikes anyone, anywhere, and anytime. Dying is not tangible, but it is veridical. If dying 
really strikes mankind, have we come to grasp the nature of it? Have we come to know the lives 
of dying persons, especially those living in nursing homes? How do they make meaning in 
dying? 
My interest in understanding dying was stirred primarily by my experiences of the death 
of people I encountered in various nursing homes I worked at in the past years. These nursing 
homes had become a place of refuge and an extended abode for those terminally ill elderly 
people I took care of. As I took care of them, I noticed that they were of varying ages, engaged 
in many meaning-making efforts, in need of the different level of assistance, and ailing of 
various diagnoses. Nevertheless, in spite of these demographic variations, they will all 
eventually die. This observation is reflected in the words of McCormick and Conley saying, 
despite the “ambitious goals of healing… and curing, death is a natural and inevitable end of 
human life. All will die” (1995: 236). Such a strong statement imbued in my thoughts that 
nursing home residents are not exempt from this life’s reality. However, if dying is a determined 
reality, is there no point that we have to understand it? I understood, then, that death is certain 
and dying is inescapable, but knowing it should not hold us against its inevitability. When living 
is important to elderly people so, too, is dying. To my argument, dying itself does not define 
the totality of a person, and it is vital to know how that person becomes in the whole dying 
process. I contend that there is more than being dying. As I pursued my interest, I found dying 
as one of the many events in nursing homes, yet I noticed the timing of it was hard to determine. 
It does neither happen every day nor come by schedule, and sometimes it arrives unexpectedly. 
And for that, my chance of understanding dying seems so little. Perhaps its mystery defines the 
boundary of my knowledge and draws a thin line of my wondering unless I become the dying.  
Although dying is a universal reality in nursing homes (Österlind et al., 2011); it has 
been described as enigmatic to recognize (WHO, 2004). What is worse is that it has not drawn 
the same extent of inquiry and interest like of younger people (Hallberg, 2004; WHO, 2004) 
even though many of the old people die in institutions (Österlind et al., 2011). Several reasons 
justify the situation. One, the timing between an early and a late palliative phase has been 
ambiguous and gnomic (Jakobsson et al., 2006). Second, failure to expedite choices and some 
dying elderly people have trouble recognizing and expressing their needs (Holloway, 2009; 
Österlind et al., 2011). Given these realities, a concern is raised about the quality of attention 
provided to elderly people during the terminal stage of illness. In that aspect, social work is 
curious about this overwhelming observation towards elderly dying people in nursing homes.  
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Considering those observations, my interest in understanding dying people is not an 
interest that came up abruptly but rather was a constant interest, evoked in me every time I 
would be caring for them. As a social worker, I argue that how we understand elderly people in 
their dying affects the way we comprehend, care, and listen to them.  
Issues surrounding dying are essential to tackle, and a social worker is well placed to 
undertake an effective involvement through the familiarity of personality development and 
functioning and approaches of helping people who face disabling difficulties (Smith, 2016). 
The flexibility of social work in recognizing and attempting to deal with the various needs of 
the dying and bereaved families has been considerable (ibid); however, it must not be taken for 
granted that constant knowledge about these clients and their experiences should be updated 
since experiences vary from person to person across time. I argue that often the social worker 
has been exposed to this kind of work in dying, it is nevertheless always timely and relevant 
that practice is guided by updating information within the field. I believe that knowledge on 
meaning-making of dying experiences must be generated to always impact the social work 
profession. That being said, whatever the knowledge this study produced, it is also congruent 
to the hopeful aim to inform and influence the social work and its practitioners in particular, 
and the society in general.  
As I am interested in the phenomenon of dying, it also remains unclear to me how 
terminally ill elderly persons make meaning while contemplating imminent death. I argue that 
in their meaning-making we are drawn to know the person behind dying and not as a dying 
body. Despite my considerable exposure in nursing homes, my understanding of how elderly 
people make meaning is undisputedly meager. Hence, my interest to understand dying from the 
person´s perspective was my first choice. With that in mind, I opted to conduct interviews with 
dying elderly persons in Norway. Sometime in September 2017, I began my field activity 
starting by sending correspondence to nursing homes regarding my study. However, this did 
not yield much despite my expectations to get positive answers. I sent my formal inquiries to 
these institutions but did not get significant feedback. By December 2017, I still had no one to 
interview. It seems being an outsider is a challenging position. Perhaps one reason is linked to 
Goffman´s depiction of the nursing home as “a place of residence and work where a large 
number of like-situated individuals, cut off from the wider society for an appreciable period of 
time, together lead an enclosed, formally administered way of life” (Goffman, 1961: xiii cited 
in Davies, 1989: 77). Goffman´s statement offers the idea of why it is so hard to get access to 
nursing homes. To my understanding, as nursing homes become embodied institutions, life 
continues to exist among dying elderly people. However, what is constituted in the daily lives 
and routines in nursing homes is not common knowledge for everybody. The knowledge of 
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how "total institution" works and how people interact with each other is off-limits to outsiders 
unless considered part of it. The daily culture of nursing homes indeed consists of private 
matters, not available for lay people, and even for people working in nursing homes only 
granted one has direct contact with another who is dying.  
Also, as I further reflect on this situation, another reason is perhaps on a more personal 
level. Personally, while my fluency in Norwegian was not yet as I wished, I felt hindered in 
engaging with elderly people, especially those dying, who have difficulty in expressing 
themselves. To me, talking about dying is sensitive and so communication must be effective. 
Since advanced language proficiency was lacking on my part, it thus became a drawback and 
further positioned me as an outsider. 
With dwindling hope, I nevertheless held on to the belief that there could be other ways 
to get answers for my research question. The hope of interviewing terminally ill Norwegian 
elderly people was no longer a viable option, so I began considering alternative ways than doing 
interviews. I believe the knowledge to understand terminally ill persons are not only confined 
to one method but transcend in many ways. My belief echoes one saying, “reality exists 
independent of human condition… and all the facts, observations, and data are theory-laden” 
(Rousseau, et. al. 2008 cited in Okoli, 2015:2). I contend that evidence or knowledge of the 
phenomenon come in diverse formats and, to me, the option of a literature review is amenable. 
It sounds like my choice is pragmatic and yes, it is indeed. Having said that, knowledge is not 
only extracted from spoken words or images, but also through texts found in the literature.  
So, before embarking on my quest, first and foremost, I need to find dying persons and 
their stories from literature. However, how can we assure if there are pieces of literature on 
dying and meaning-making? How can I get to them? Where and what to start with? These 
questions make me realize that I must consider certain issues of practicality, logic, and 
manageability.  
Concerning literature, authors like Hawkins (1991) claims that there has been an 
efflorescence of literature about death and dying, as well as, writings that talk about personal 
stories of illness and death. After Hawkins (1991), also Bingley and colleagues (2006) claim 
that narratives of persons facing an imminent death have been proliferated in the public domain. 
Both Hawkins (1991) and Bingley et al.´s (2006) assertion seems to justify there are indeed 
many pieces of literature discussing death and dying. Despite their claims, there is no defined 
knowledge on how much literature produced, particularly by social workers, that focuses on 
meaning-making of dying persons in nursing homes. And when literature on dying is diverse, 
it can also appear fragmented. According to Crossan and Apaydin, “fragmentation of the field 
prevents us from seeing the relations between these facets and ultimately impedes consolidation 
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of the field” (2010: 1154). In the same vein, Siddaway suggests that “it is not always clear what 
the overall picture is, or which results are most reliable and should be used as the basis for 
practice” (2014: 1) and worse, “runs the risk of conducting a redundant study” (Lange, 2014: 
6-7). Bearing in mind these concerns, it is pertinent that a literature review should be carried 
out. In this study, therefore, a literature review is done systematically, thus referring to the term 
“systematic literature review or SLR.”  
Alongside with my SLR, I intend to explore and describe the trends of the searched 
literature. Showing the extent of dying studies in the field and reporting methodologies and 
findings of the meaning-making of dying persons can bring the discipline into another level of 
clarity. In addition, to guide what kinds of literature should be collected, my systematic 
literature review will answer a central question: “How do terminally ill persons make 
meaning of their dying experiences in nursing homes?” This central question seeks to find 
answers encompassing discussion on the meaning-making of dying experience. Likewise, when 
I speak about the dying experience of terminally ill people, it should be clear from the very 
beginning that it refers to dying as a lived experience. In other words, being in the process of 
dying is a personal experience that terminally ill people experience in a given moment.  
 
1.1 My Philosophical Tradition 
Before moving forward in this study, determining my positionality within this research is of 
significance. Locating my stance has significant implications that extend beyond more than just 
theoretical understanding, but also influences the choice of my research design and ethics in 
the whole study process. My research stance becomes my personal compass as I am coming 
forward in knowing how the terminally ill persons make meaning of their dying experiences. 
Without it, I am left blinded and lose myself in a labyrinth of conflicting worldviews.  
Influenced by my belief that there are other ways to gain understanding on a particular 
phenomenon, I venture to carry out SLR. Using literature towards understanding a phenomenon 
is actually a method supported by the critical realist tradition. Under this tradition, pieces of 
literature, if selected correctly, can yield knowledge, more or less, and elicit reflections on what 
is observed in reality (Okoli, 2015). And by knowing the reality, critical realism endorses the 
idea that ontology precedes epistemology. In other words, before acquiring knowledge of 
reality, one must acknowledge that reality itself exists in various spheres, otherwise knowledge 
is neither immediate nor possible. As I am following Critical Realism, there are essential tenets 
that I am aware of and that underlies my research stance. These are: 
• With strong roots in ontological realism, critical realism believes that there exists a 
reality independent of the immediate human thought, and the experience of reality does 
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not always reside in a person but separate from themselves; thus, we can generate 
knowledge of it (Rousseau et al., 2008 cited in Okoli, 2015). The reality here refers to 
“whatever it is present in the universe (i.e., forces, structures, and so on) that causes the 
phenomenon we perceive with our senses” (Schwandt, 1997 cited in Maxwell, 2012: 3).  
• Reality should be understood as open layers, which hints that there exists a world 
independent of our own perceptions and constructions. In effect, there is no absolute 
truth, no single correct understanding and no specific knowledge exists to explain a 
certain phenomenon in the world. Thus, knowledge, in that sense, is socially 
constructed, partial, incomplete and fallible thereby alternative perspectives are 
advocated (Bygstad and Munkvold, 2011; Maxwell, 2012). 
• Reality is comprehended as being stratified in three domains: empirical, actual, and 
real. The real domain comprises structures and objects (physical or social) with 
capacities for behavior called mechanisms (Bygstad and Munkvold, 2011), and those 
mechanisms inject causal powers that either enable or constraint events we may observe 
both in the empirical and actual domains (Bhaskar, 1998b; Sayer, 2004). Please refer to 
Figure 1 for illustration of ontological sources for each domain of reality. 
• Concerning epistemology, critical realism is compatible with constructivism and 
interpretivism, and it highlights that knowledge produced of the few is of equal value 
with that of some other few (Maxwell, 2012). Since there is flexibility on 
epistemological origin under critical realism, I referred myself as most fitting to 
constructivism since reality is independent of the human mind and knowledge of reality 
is always a human and social construction (Crotty, 1998). I argue that understandings 
on meaning-making of dying experiences are subjective in a way that we can only better 
grasp if we go back to the source of knowledge which constructivism makes it possible. 
The reality of that knowledge contains descriptions and such descriptions are not mere 
copying, rather the different producers of knowledge constantly enhance how language 
creates reality (Putnam, 1999 cited in Maxwell, 2012). As I followed in this tradition, 
theoretical knowledge produced is considered as features reflecting the different 
domains of reality (Devitt, 2005 cited in Maxwell, 2012). I, thus, sustain a belief that 
mental states and attributes, meanings, and intentions of informants and authors found 
in the published literature, although not directly observed, can yet contain similar 
features found in other domains of reality. The thoughts being generated from the 
literature are representations of varied experiences; therefore, we can also seek these 
representations by operationalizing so that we can generate similar attributes and 
properties of experiences reflecting the reality in other domains (Maxwell, 2012; Okoli, 
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Figure 1: Domains of Reality in Critical Realism, and The Ontological & Epistemological Sources 
2015). Please refer to Figure 1 for illustration of epistemological sources with respect 
to different domains of reality under critical realism. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
1.2 Locating My Position in the Present Study 
In this study, pieces of literature are the sources of data that can generate answers for my 
research question. Under the critical realist tradition, the reality of the phenomenon is 
independent of the human mind and there exist many ways to know it. I, as a researcher in the 
field of social work, make use and review literature grounded on the belief that reality with its 
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data has been accessed, I soon immersed into it and eventually generate knowledge taking a 
constructivist approach. Constructivist in the sense that reality is independent of human minds 
and knowledge of that reality is continuously a human and social construction (Crotty, 1998). 
As I situate myself in the real domain of reality, I seek truths by examining processes and 
mechanisms involved, experiences, events, structures, and actors between empirical and actual 
layers that have contributed to the creation of those truths. Further, I attempt to observe potential 
links, patterns, and unobservable reality “since an underlying reality provides the conditions of 
possibility both for actual events and perceived phenomena, recognizing and teasing apart the 
different layers of reality is a key ingredient for plausible and comprehensive social analysis” 
(Fiaz, 2014: 496). 
 
1.3 Transitional Summary 
In this chapter, I have emphasized the focus of my study on meaning-making of the dying 
experience among terminally ill elderly people in nursing homes. Also, I have mentioned 
critical realism as my philosophical tradition. With this tradition, there was a belief that 
knowledge is fallible and half true. Hence, as a social worker, I will be using literature to 
produce alternative perspectives on the phenomenon under scrutiny. To make this happen, I 
have situated myself in the real domain with a constructivist approach investigating the 
mechanisms and processes involved, structures, experiences and events including the actors 
themselves. To be better understood on these concepts, there are expounding discussions found 
in the subsequent chapters. Meanwhile, to orient us more about how critical realist influences 
my systematic literature review, what it is and how to do it, I offer further discussions in chapter 
2.  
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Chapter 2: What is Critical Realist SLR? 
This study follows the protocol of conducting SLR with critical realist considerations. A 
literature review that is done systematically contains the core characteristics of being clear, 
comprehensive, logical, rigorous and a reproducible method for finding, appraising, and 
synthesizing (Okoli and Schabram, 2010; Aveyard, 2014).  
What then is the difference between systematic and a traditional literature review? 
Although a traditional literature review is one form of written appraisal, it does not imply a 
defined methodology (Jesson et al., 2011). Authors like Rousseau et al. consider this type of 
review “cherry-picking studies” (2008: 476). My understanding of “cherry-picking” is that 
there exists merely a selection of pieces of literature that have relevance to a topic being studied; 
hence, there is no inherent rigor to its method. Traditional literature reviews are restricted to 
literature already known to writers, authors, and researchers (Mallett et al., 2012). 
Consequently, the same scientific papers are often cited and may introduce bias in literature 
reviews (ibid). In contrast, systematically searching of literature involves a defined process to 
locate and collect an extensive scope of literature, present and synthesize the characteristics and 
findings of the results of the searched materials, using an evaluation and synthesis tools 
(Aveyard, 2014).  
Considering that SLR occupies a place in social work (Kelly, 2012), the processes 
involved in doing systematic review should be done in a “comprehensive accumulation, 
transparent analysis and reflective interpretation of all studies” (Rousseau et al., 2008: 7). 
Likewise, as social work becomes “a contextually diverse profession (that) draws on received 
ideas from social and human science disciplines” (Preface by Healy in Hutchinson and Oltedal, 
2014: 1), it is logical to say that social work itself operates and functions by studying multiple 
studies to produce knowledge. Thus, an SLR with critical realist considerations work as a 
compliment to summarize different philosophical paradigms from various disciplines (Okoli, 
2015). That being said, a critical realist systematic literature in the field of social work searches 
beyond the particular subject domain, network, specialty, and allows a reviewer to incorporate 
diverse evidence that shed light on the subject of interest (Mallett et al., 2012; Okoli, 2015).  
Critical realist SLRs are characterized by being objective and systematic (Okoli, 2015). 
They encompass a systematic search process to identify and locate potential literature sources, 
at the same time, a systematic presentation and synthesis of results (Siddaway, 2014). In the 
same way, there exists an unbiased selection process by being objective and looking on 
evidence based on its merits to answer the research question (ibid). To best achieve these 
characteristics in critical realist systematic reviews, Baumeister (2013) endorses adopting the 
mindset of a judge rather than of a lawyer. In other words, a reviewer is like a judge that should 
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skeptically assess the potential literature to decree the fairest judgment possible (Siddaway, 
2014) and being rational, reasoning logically from evidence during the presentation and 
synthesis of results (Drobak and North, 2008). In contrast, “a lawyer´s approach to the evidence 
involves trying to make the best case for one side of the argument” (Siddaway, 2014: 1). 
 When results and synthesis have been achieved, one of the hallmarks in critical realist 
SLR is to explore the synthesized evidence and eventually produce new knowledge (Okoli, 
2015). Baumeister and Leary (1997) call it “going-beyond” discussion. That is to say, the 
reviewer is required to expand the synthesized knowledge and develop new ideas beyond the 
apparent findings collected from the primary literature (Okoli, 2015). 
In the quest of finding answers to a focused research question, SLR can find a 
consolidated knowledge from a body of research and present an analysis of collected literature 
available (Aveyard, 2014); thereby, in its all form, is “considered a piece of research” (Jesson 
et al., 2011). Conventional wisdom has it that SLR is not a research itself; however, if the 
criteria to consider are to answer a research question, then it is considered to be one. Likewise, 
standalone literature reviews are valuable research that unearths new insights and develops 
valuable theoretical contributions (Okoli, 2015). I argue that the systematic nature of literature 
reviewing involves methods and processes to answer a research question, then systematic 
literature reviewing, in that sense, inherent methodology. Hence, that underscores the claim of 
Jesson et al. (2011) that it is, thus, research in itself. SLR occupies a prominent place within the 
realm of scientific activity which must be acknowledged (Baumeister, 2013). 
Primarily, for this study to be a piece of research in its own right, it must be of good 
quality. As such, it must adhere to a rigorous research process that improves the 
“methodological transparency of the review” (Gough and Elbourne, 2002 cited in Mallett et al., 
2012: 447). Hence, a guide in conducting SLR must be followed. The methods employed in 
this study are the principles and processes developed by Okoli and Schabram (2010). More 
details about these processes are discussed in the succeeding sections. Please see Appendix A 
for additional visual illustration. 
 
2.1 Purposes of the Literature Review 
At the onset of reviewing, the purpose of SLR should be cleared (Okoli, 2015). Generally, 
literature reviewing aims to collect appropriate literature and synthesize it in a way that it can 
address research questions (Siddaway, 2014). When reviewing is done systematically, there is 
assurance of objectivity and specificity to literature items being included but it is expected to 
get only a low number of results. While only a few primary studies may be included, these 
studies can nevertheless address a specific research question and provide a focus, but 
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qualitatively constructed findings to a focused study of interest. So, as far as social work is 
concerned, critical realist SLR “can reveal significant trends and practice implications through 
the synthesis of all available research in a given area (specificity and focus of interest), as well 
as identifying areas that need further research” (Boaz et al., 2002 cited in Kelly, 2012: 78). And 
while producing qualitative answers, it is also essential to note if the SLR leans towards either 
theory landscaping, theory contending or theory testing. As Okoli (2015) explains, a review 
that is theory landscaping documents empirical reality, taking note of actual reality and 
proposing new understandings in “real” reality. In other words, it creates understandings about 
a topic, theme or concept of interest. If theory contending is the aim, a critical realist reviewer 
is making an opinion to explain the unexplained empirical reality while in theory testing, a 
reviewer validates a specific theory of the antecedent cause of the phenomenon (ibid).  
 
2.2 Protocol and Training 
This stage is simply the planning and “trial and error.” Once the purpose is set out clearly, a 
draft of a protocol on how to carry out the whole stage must be achieved. Here, a reviewer must 
undergo training, be acquainted with the conduct of the review and identify limitations and 
challenges while on training (Okoli and Schabram, 2010). My understanding of this stage is to 
ensure that a reviewer is equipped with the strategies needed to carry out the whole review. 
Fink (2005) comments that in an SLR there might be changes in the entire course, and to lessen 
the burden of changing and repeating documentation, a protocol is helpful to track changes and 
guarantee an explicit nature of work. Purposely, the protocol and training stage help a reviewer 
to formulate research questions, operationalizing the key terms, drafting a strategy protocol and 
taking down notes while gaining experience and learning under the process. 
 
2.3 Searching the Literature 
The searching for literature should be done comprehensively. That said, a wide search on 
interdisciplinary databases is advised as suggested by the critical realist philosophy. Further, 
the act of searching for literature is placed on identifying empirical observations that give 
testimony to the actual events (Okoli, 2015). As a critical realist informed reviewer, I believe 
that knowledge is fallible and half-true, so in order to effectively produce the real underlying 
mechanisms of the phenomenon, a purposeful, wide search of evidence, and searching across 
the different school of thoughts is a need (ibid). To add, as the ultimate goal of SLR is to 
produce rich explanations, a reviewer should consider various ways and means to extract wide-
range interdisciplinary databases and sources (ibid). This further implies that sourcing includes 
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books, journals, abstracts, and databases by using search strategy operators (Okoli and 
Schabram, 2010). 
Levy and Ellis (2006) also suggest that a “backward and forward search” of literature, 
simply known as snowballing, is beneficial. The backward search involves studying the 
reference section of a highly relevant piece of literature while forward search involves getting 
all articles that have been cited in other relevant articles (Levy and Ellis, 2006). Now, in an 
instance where there are many results garnered during the searching of literature the next 
question would be: “When to stop the search?” As Levy and Ellis (2006) suggested, the 
importance of identifying the date range during the planning stage is a hint for a reviewer when 
to stop. When the literature search through whatever means generates the same reference 
articles all the time, then the exhaustion level has been reached (ibid). It is also a common 
knowledge that research publications are constantly emerging, so how can I solve this situation? 
To solve this potential problem, Okoli and Schabram (2010) explain that by regularly and 
rigorously recording the search histories, then a reviewer can periodically search the databases 
and detect whether there is any new reference literature relevant for inclusion.  
 
2.4 Practical Screen 
It is expected that after literature searching from different sources, a vast amount of reference 
literature is collected; however, most of which is not eligible to address the research question 
(Okoli and Schabram, 2010). Therefore, the next step is a practical screen. For Okoli and 
Schabram (2010), a practical screen is manifested through reading the searched literature but 
requiring only to read the abstract and practically decide its potential for inclusion. Contrary to 
Okoli and Schabram (2010), the author Siddaway (2014) emphasizes to read both the title and 
abstract as these two sections of the literature gives the idea for potential eligibility for 
inclusion. If the title and abstract point to potential inclusion, then a reviewer should obtain the 
full-text version and read it judiciously (ibid). At this stage, although there is a vast collection 
of literature, a reviewer must continue to err on the side of literature sensitivity (ibid). In other 
words, a reviewer is continuously sifting and collecting as many literature items as possible 
from different sources in order not to miss potential literature. 
Eventually, all potential articles that are collected during literature sensitivity will then 
undergo a strict evaluation. By undertaking the rigorous evaluation, a critical realist reviewer 
makes sure that all literature items are relevant and appropriate for inclusion, an approach 
known as literature specificity (ibid). To achieve literature specificity, a reviewer will apply a 
screening measure known as the inclusion and exclusion criteria as strictly and objectively as 
possible. These criteria have been influenced by the operationalization of key terms stem from 
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the research question and by the purposes of the literature review. Again, if these criteria are 
followed strictly and select literature objectively, a critical realist reviewer only obtains a highly 
relevant set of literature. Here, it is expected that highly relevant sources lead to high confidence 
in the conclusion of review (ibid).  
 
2.5 Quality Appraisal 
All literature items included after a strict selection process are considered as “primary studies.” 
These primary studies are required to be appraised in such a manner that they meet the extent 
of quality standards since not all articles are of equal quality (Okoli and Schabram, 2010). So, 
the appraisal serves two purposes. Firstly, in case there is a low-quality standard that exists in 
the collected literature, the quality appraisal becomes a second screening to help eliminate 
literature that does not fully meet the standard requirement. Secondly, since the quality of a 
final review depends much on the quality of primary studies then it needs to be scored (Fink, 
2005; Okoli and Schabram, 2010). However, for caution sake, the over-zealous exclusion of 
presumably low-quality articles has led to problems in past literature reviews (Rodgers and 
Hunter, 1994). To my understanding, due to over-zealous appraisal, the literature items are 
judged either included or excluded according to the scores each article gains in the scoring 
system but not on the merit of how each literature contributes to the findings of the study. On 
the contrary, Okoli and Schabram (2010) underscore the idea that not all reviews will eliminate 
literature based on their quality. So, what then is the objective of a quality appraisal? To answer 
this, it is necessary to appraise the quality of the included literature as a basis for confidence in 
the final results (Okoli and Schabram, 2010). Likewise, a critical realist perspective concurs 
with the idea that knowledge is fallible, so primary studies, in that case, need to be assessed 
according to the standards on how authors carried out the task and how they produce the results 
from the empirical studies (Okoli, 2015).  
 
2.6 Data Extraction 
From a critical realist perspective, data that proposed explanations and showing relationships 
between concepts and the underlying structures or mechanism of the phenomenon are 
considered as data to be extracted (Okoli, 2015). The type of data to be extracted from each 
primary study is based on the research question established during the protocol phase (Okoli 
and Schabram, 2010). The data becomes the transcripts that will be stored in data extracting 
sheets. These data extracting sheets further include spaces to store details and comments of the 
reviewer. Subsequently, they are combined with the details of inclusion and exclusion criteria 
and quality appraisal as a full record during the synthesis stage (ibid). 
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2.7 Synthesis  
When raw data are gathered from selected primary studies, the next procedure is synthesizing. 
In the words of Siddaway (2014), he explains that there are few considerations before deciding 
which synthesis approach is appropriate in a critical realist SLR. These considerations include 
(i) research question, (ii) primary purpose of the study, (iii) the nature of raw data collected 
during literature selections, and (iv) theoretical and empirical issues (ibid). Specifically, on 
theoretical and empirical issues, Bearman and Dawson (2013) further explain that a critical 
realist reviewer should stipulate which philosophical stance influences the whole SLR. By 
mentioning the stance, it helps readers to understand which view influences the reviewer during 
synthesis. In other words, the philosophical tradition shapes the way the reviewer understands 
the data. 
 As soon as the final criteria are considered, the primary studies are then processed for 
synthesis. During synthesis, when data contains qualitative and quantitative results, a meta-
analysis is appropriate (Siddaway, 2010). If data presents qualitative results, a qualitative 
research synthesis is applicable wherein findings of each included primary study are 
synthesized and expanded into new understandings rather than merely summarizing and 
determining consistencies and differences (Siddaway, 2010; Aveyard, 2014).  
 
2.8 Writing the Review 
The presentation of an SLR "needs to be in sufficient detail" (Okoli and Schabram, 2010: 33). 
To achieve detail writing and reporting, I invoke a few things to consider. One, the 
philosophical stance needs to be considered as it influences not only the way a critical realist 
reviewer´s view the study topic but also on the research design and ethics. Second, as long as 
the reviewer (i) adheres to the guidelines that outline in reporting systematic literature review; 
(ii) using flow diagram, figures and illustrations to support the contextual meaning of the texts; 
and (iii) getting inspirations from books and journals then the reviewer cannot go wrong 
(Siddaway, 2014). 
Also, as technical writing is essential, there is another question that needs to be 
enlightened: “Should the reviewer use a first or third person in the writing of SLR?” To answer 
that question, Aveyard (2014) explains the matter of writing is a personal choice and in critical 
realist, SLR involves many authors, so it is appropriate to use “the first person” to indicate that 
a reviewer is the one reviewing the works of other authors. With that in mind, I agree with 
Aveyard (2014) in a way that to avoid confusing readers about “who says who” thus giving 
more clarity while readers advance the reading of the study. 
   
 14 
Finally, since SLR is considered to be a piece of research, the output is expected to 
apply the principles and guidelines of searching, critiquing and analyzing the literature 
(Aveyard, 2014). For that reason, I believe that in a thesis writing submitted for an academic 
degree, there is no place for an “unsystematic review," otherwise there can be no assurance that 
the study has been done rigorously and comprehensively. 
 
2.9 Transitional Summary 
In this chapter, I have discussed critical realist SLR. Concerning the processes and methods, 
the eight steps of Okoli and Schabram (2010) have been explained which includes stating the 
purpose, doing the protocol and training, searching the literature, practical screen, quality 
appraisal, data extraction, synthesis, and writing the review. As much as we were already 
acquainted with the processes and methods, in the next chapter, I discuss how I applied it in my 
whole search of the literature. In the same way, I detail the ethics involved as I carried out the 
methods and processes of SLR. 
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Chapter 3: Methods, Processes, and Ethics 
In this chapter, I present the operationalization of key terms found in my research question and 
the undertakings of eighth methods and processes of SLR developed by Okoli and Schabram 
(2010). Also, this chapter addresses the concerns of practicability, logic, and manageability of 
doing SLR as I mentioned earlier in chapter 1. 
 
3.1 Operationalization of Terms 
Operationalization of key terms is important to help sort things out during the selection of 
literature. I argue that many terms may mean different meaning in different contexts. In order 
to avoid confusion for the readers, key terms must be clearly understood in the context of the 
present study (Aveyard, 2014). Equally, Siddaway (2014) explains that operationalizing key 
terms determine the boundary and focus of the study. As a critical realist informed reviewer, I 
believe that interdisciplinary searching must be done to collect valuable and potential empirical 
studies that can answer my study of interest; however, I am also aware that as I search literature 
from various sources, the results are overwhelming. To mitigate this problem, the clear 
operationalization of key terms helps in creating concise inclusion and exclusion criteria during 
the selection process. In effect, the selection process of literature is objectively attained and 
manageable. Thus, highly relevant literature leads to a more focus study and eventually 
achieving high confidence in the findings and conclusion of the review (Siddaway, 2014). 
As a reminder, when I detail the key terms in this study, for example, the age of a 
terminally ill person, does it mean I am bound to the notions of ageism? Am I stereotyping that 
being old age equates terminally ill and death? My response is definitely no. I only detail the 
age bracket of a terminally ill person for the purpose of selecting eligible literature. Again, the 
more focused the study is, the greater confidence in the results; at the same time, the unbiased 
selection of literature is a distinctive feature of a systematic literature review. 
Now, the terms inherent to my research question are important to be understood so as it 
set out the boundary and range of my study. Going back to my research question: “How do 
terminally ill persons make meaning of their dying experiences in nursing homes?”, I identified 
four key terms that need to be operationalized. These terms are: terminally ill, meaning-making, 
dying experience, and nursing home. 
 
3.1.1 Terminally Ill 
In pieces of literature about death and dying, terminally ill is one of the many terms that has 
been defined somewhat variously. McCartney and Trau (1990) suggest that terminally ill is 
equally defined as “dying” or in a “terminal condition” due to its pathological origin wherein 
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causes are either injury, disease or illness, and in such degree of certainty there can be no health 
restoration or life-prolonging measures to hamper the natural course of death. Moreover, those 
that are permanently unconscious and in vegetative state or coma are therefore terminally ill 
because medical intervention is no longer necessary to restore health (McCartney and Trau, 
1990). Another author, Lynn (1996), defines terminally ill as a person having a fatal illness 
with life expectancy of six months or less. Since McCartney and Trau (1990) and Lynn (1996) 
offer varying explanations, it is Hui and company (2014) have successfully fused the two 
definitions. According to Hui and company, terminally ill is a person with “a progressive life-
limiting disease with a prognosis of months or less” (2014: 87). Though their definition is 
amenable, I have a reservation when it comes to studying dying experience. I argue that in 
studying the phenomenon of dying, it is essential to deliberately determine the context of “less” 
in words “months or less.” I further argue that “less” may mean weeks, days or hours. In 
whatever category it may be, the importance of considering the time in this context is crucial. I 
argue that it is crucial since there are terminally ill that have a life expectancy of days or hours 
and may have altered consciousness. If this situation happens in dying moments, then there is 
no assurance on the validity of their accounts. Similarly, with a prognosis of six months or less, 
there is no doubt that more dropouts in the respondents will be expected given the rapid changes 
and transitions in health conditions. I suggest that it is better to reconsider respondents that have 
received a diagnosis of life-limiting disease with little survival rate or those that are terminally 
ill but have few years, at least one year, months or weeks to live. By considering so, one is left 
with a clear-cut description of who are terminally ill in this study. Therefore, this study 
operationalizes terminally ill as a conscious person with progressive life-limiting disease or 
dying with a life threshold of years, months, weeks or hours. Any terminally ill that are 
unconscious or with hallucinations are not covered in this study since communication skills are 
diminished. Remember, the sharing of dying as a lived experience from a conscious person is 
essential; otherwise, the validation of the experience about the phenomenon is called into 
question.  
 
3.1.2 Meaning-Making 
A person with a poor or deteriorating recovery of health status seems death highlights the end-
point of biological life. In the face of imminent demise, meaning-making becomes generative 
and significant (Breitbart et al., 2004). A terminally ill person is aware that the body is 
immersed in the physical world not free from pain and limitation but warrants the person to 
further question, wander and search (Granados, 2006 cited in Ashfield, 2012). In other words, 
a person creates moments and meanings which intensify the more profound understanding of 
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life and existence. For a medical sociologist like Frank (1995), the deeper searching and 
wandering of the experience eventually creates a “new map” wherein the unfamiliar experience 
becomes gradually known to body and self. There are vast things to discover in life and in each 
instance, we tend to convey ourselves to make sense of whatever circumstance we may be 
(Frankl, 1962). Here, I must say, the meaning-making efforts of one who is terminally ill is not 
a small endeavor, but rather it takes courage, commitment, and conviction to reflect upon and 
take ownership of one´s own existence (Breitbart et al., 2004). As the person articulates the 
feelings and reasons, it is an attempt of giving voice to the whole experience (Frank, 1995). 
Hence, what the body speaks reflect a whole being. This study, then, is anchored on a 
fundamental belief that in the nexus between intellectual reasoning and one´s own feeling 
situates the sphere of meaning (Breitbart et al., 2004), and when the experience is articulated 
meanings evolve and being shared with the world (Kulas, 2001). In this study, meaning-making 
is understood as processes of recreating and representing the person´s perspectives on the world 
and self when undergoing a disruptive life occurrence. For a person to recover, there is a self-
pursuing for meanings and meanings made are connected to the cultural and social context of 
the one experiencing it (Marcu, 2007). The phrases like making-meaning, meaning-searching, 
meaning-finding, meaning-seeking, making-sense, making-out are recognized as solicited terms 
for meaning-making. 
 
3.1.3 Dying Experience 
To grasp the essence of the experience, one must reflect in the past (van Manen, 1997). In my 
understanding of van Manen´s (1997) idea, to reflect on the past means to involve a mental or 
temporal recollection of events, able to think upon and make sense of the experience. I argue 
that we cannot account for the experience if we have not been exposed and immersed in given 
life events or phenomena in one way or another. Here, dying as a lived experience has a cluster 
of significance and as we reflectively gather components, we assign certain ways of memory to 
make sense (ibid). And within that memory contained no single, but clustered of meanings that 
describe the whole dying as a lived experience (ibid). In the same vein, Caputo explains that 
dying as a lived experience itself contains a “plus ultra” which means there is “more than what 
is meant explicitly” (1987: 40). In that case, if we consider the dying experience it does not 
only talk about being a terminally ill or in a living- dying phase, but it also speaks of the exterior 
things that contribute to the whole making sense of the event. Frank (1995) describes it as a 
complex embodiment of abstraction. So, in understanding dying as a lived experience one needs 
to consider a contributing story about “our neighbors…our parents, our children…quality of 
life, spirituality, culture, history, art, nature, loss, pain, prognosis, diagnosis, and ultimately all 
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other human lives” (Kulas, 2001: 14). In this study, the dying experience refers to the 
experience lived by those terminally ill or dying persons. The dying experience is understood 
as an experience with a cluster of meanings, embodiments of abstraction of a person´s life-
world and a reflective story of the entire experience of being terminally ill in nursing homes. 
Furthermore, it refers to the entire story and journey of being a dying person in a nursing home 
from the time of diagnosis. By and through stories, dying experiences are either transformed 
into narratives, shared through telling, or even written in diaries. I also suggest that stories of 
dying experiences can either be shared individually or through a group. However, be aware that 
this study precludes the end-of-life or near-death experience which report hallucinations, with 
altered level consciousness or in a coma. 
 
3.1.4 Nursing Homes 
Historically, nursing homes were shelters called “gerocomeia” meaning a place that provided 
food and medical care for the elderly (Lascaratos et al., 2004). Fast track to the modern world, 
they become a “facility with a domestic-style environment that provides 24-hour functional 
support and care for persons who require assistance with ADL´s (activities of daily living) and 
who often have complex health needs and increased vulnerability” (Sanford et al., 2015: 183). 
Nursing homes are man-powered by both professionally and non-professionally trained 
caregivers that render care and support to those persons in need (Abel & Nelson, 1990). Yates-
Bolton (2017) emphasizes that persons in nursing homes that have increased vulnerability are 
those frailties and require a greater level of input of care. To me, these persons are most likely 
represented by those elderly who are unable to care for themselves, needs assistance, with 
debilitating illnesses that have no chance of full recovery and those who are terminally ill. 
Additionally, these persons reside in nursing homes in a varied time span- either in short or 
long-term stay (Sanford et al., 2015). For Kasper, “the largest segment of the long-stay resident 
in the nursing home population, and potentially among the most difficult to transition back to 
the community, are those over age 65” (2005: 5). In this study, the nursing home context is thus 
explored as a residential facility that provides round-the-clock medical and personal assistance 
to those elderly, ages 65 and over, frail with a debilitating illness, diagnosed terminally ill with 
years or less survival rate. The phrases residential care home, assisted-living facilities, home-
for-the-aged, institutional care home, long-term care setting, and elderly home are recognized 
as alternative phrases for a nursing home. Some literature mentions “home” referring to the 
original abode of dying persons where they, at the same time, receive services from professional 
staff is not fit as an alternative term for a nursing home. Likewise, the terms hospital, hospice, 
or even monasteries that took care of the dying persons are not included. 
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3.2 Search Strategies and Processes 
To achieve an effective strategy, the processes developed by Okoli and Schabram (2010) were 
applied. As I already discussed in chapter 2, the methods and processes serve as valuable means 
for searching, documenting, synthesizing, and reporting an SLR. The discussion of these 
processes follows hereafter. 
 
3.2.1 Purposes of the Study 
This study was bound to answer a research question: “How do terminally ill persons make 
meaning of their dying experiences in nursing homes?” While this study was directed to a 
specific interest among terminally ill persons in nursing homes, it generally aimed to produce 
qualitative answers on the meaning-making of dying experiences. Moreover, since this study is 
considered as standalone and theory landscaping review, it provides answers by observing the 
empirical domain, noting actual domain, and eventually creating new knowledge about the 
meaning-making of dying experiences. To generate qualitative answers, this study was 
specifically able to: 
 
i. Identify and describe the searched literature collected from varied sources; 
ii. Describe the methodological characteristics and appraise the primary qualitative 
studies in order to know the rigor of how authors arrived their respective findings 
and conclusions; 
iii. Synthesize the original accounts of informants and actual findings of authors 
from primary qualitative studies to explore the meaning-making of dying 
experiences through constructed themes and;  
iv. Create an expanded knowledge out from the constructed synthesized themes.  
 
3.2.2  Protocol and Training 
Personally, I consider this stage as a trial-and-error. No wonder why it is significant to undergo 
the protocol and training process, as this is where the fundamental learnings of exploring 
literature items and solving problems concerning strategies arise. I spent the entire month of 
January 2018 doing the protocol and training stage when I finally decided to conduct an SLR 
for my thesis. As I have described, my moments were all done by a back-and-forth pattern of 
reading literature, searching for references, writing on my notebook, typing my thoughts on a 
computer, and afterward changing or worse erasing it. This pattern of repetition is daunting, 
nevertheless this is the stage at which my various attempts and laborious practice of sifting, 
categorizing, and coding literature have been rewarded with practical learning outcomes. As I 
underwent this stage, I learned five lessons. Discussions are detailed below. 
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3.2.2.1 Learned Lesson One 
The formulation of the research question should be focused and specific. At first, my research 
question was formulated as follows: “How do terminally ill persons make meaning of their 
dying experiences?” What I learned was that the question had no focus, and it was broad in 
terms of setting. So, after several attempts at restructuring the question, I decided that my study 
would focus on the nursing home environment. With the inclusion of nursing home, the 
question becomes: “How do terminally ill persons make meaning of their dying experiences in 
nursing homes?” When my study concerns only terminally ill nursing home residents, then it 
only suggests that it refers to primarily nursing homes and all solicited terms as specified in the 
operationalization. It further means that it does not include settings like home, hospital, hospice, 
and monasteries. By doing so, the topic setting became more precise. The more focused a study 
is the greater chance of attaining confidence that can be placed in the findings and conclusion. 
The study begins with terminally ill in nursing homes, so it ends up explaining as well about 
terminally ill persons residing in nursing homes. 
 
3.2.2.2 Learned Lesson Two 
The entire research question cannot be used to searching for literature to different databases. 
Or long phrases are not practical when searching for literature because the hit results will be 
overwhelming. In fact, not all results, have relevance to the actual topic being searched. Instead, 
derive an approach by using important key terms from the research question. To effectively 
carry out this task, I happened to explore the PICO framework as an approach to systematic 
review. PICO means “Participants, Intervention, Comparison, Outcomes, and Study Design.” 
There is a trend going on that systematic review and meta-analysis are the gold standards for 
doing research reviews (Clarke and Stewart, 1994 cited in Cooke et al., 2012). However, these 
standards are suitable for research that is of quantitative in nature. When I evaluated PICO, I 
found it unnecessary since the nature of my study is not quantitative but qualitative. In my 
interest as to finding a suitable approach, I encountered the SPIDER framework in the work of 
Cooke et al. (2012). SPIDER is an approach different from PICO. It means “Sample Population, 
Phenomenon of Interest, Design, Evaluated Outcomes, Research Type.” Again, my study 
pertains to meaning-making of dying experiences hence SPIDER format was of greater value. 
To illustrate how the research question is translated into SPIDER format, please see Appendix 
B: Illustration 1. 
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3.2.2.3 Learned Lesson Three 
After the research question was formatted through the SPIDER approach, I used it for searching 
literature. The formula was: [S AND P of I] AND [(D OR E) AND R] or when translated 
[terminally ill AND dying as lived experience] AND [(interview AND focus group AND case 
study AND narratives AND observational studies OR meaning-making) AND qualitative]. I ran 
a trial with this formula on three databases namely, Google Scholar, PubMed, and NORA. 
Interestingly, there were several results garnered from Google Scholar and PubMed, while 
NORA gave no match results. Although this was a testing of the formula, it gave me an idea 
that different databases require different approaches, and some require simple search 
commands while others do not. In that case, the formula is not a fit-for-all strategy. Still on 
SPIDER, though its usefulness is notable for qualitative literature review, yet I have one 
criticism on it. My observation was that the SPIDER had no specification for the intended 
setting. For example, my research question has a focus on nursing home, and with a SPIDER 
format, it did not mention of any setting. So, I further developed the approach into SPISDER 
wherein the included “S” refers to the “Setting.” I argue that formatting the research question 
into SPISDER approach is beneficial because it highlights keywords and concepts needed so 
as to ease the laborious task of searching. Finally, to see how the research question is formatted 
into SPISDER format, please see Appendix B: illustration 2. 
 
3.2.2.4 Learned Lesson Four 
There is a great size of literature available online. To lessen the task of collecting huge and 
unnecessary literature for my study, I used the search strategy operators which include Boolean 
operators, truncations symbols and a wildcard word. Boolean operators like AND, and OR were 
used to limit or expand the search coverage in databases while truncation symbols like ( ), “”, 
*, [ ] were utilized to minimize nuances in the search of the literature. Aside from that, I also 
used a wildcard word mean* to sift literature that contains the word mean on the title or in the 
abstract. 
 
3.2.2.5 Learned Lesson Five 
Online literature is abundant and to organize such a high number of literature items is important. 
I learned that creating a table for potential literature after the search will help to save the results. 
I further learned that information in a table must include authors, year of publication, title, and 
remarks such as why a literature is important, and any comments on whether the literature is 
included or excluded for full-text review. In doing so, managing a vast amount of literature was 
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easier, the retrieval of data was accessible, and the detection of duplicate materials became 
easier. To illustrate this, please refer to Appendix C. 
 
3.2.3 Searching of Literature 
In my searching for the literature, I combined three strategies namely, online database 
searching, hand-searching, and citation snowballing. These strategies are essential because they 
become a fundamental key to guarantee a good starting point in identifying studies, and 
ultimately for the actual result of the study (Wohlin, 2014). Following a critical realist 
perspective, the searching across multidisciplinary disciplines is necessary so that many 
perspectives are elicited to produce varied explanations (Okoli, 2015).  
The online search of the literature was conducted between February to May 2018 from 
databases provided by Nord University and helsebiblioteket.no. My motivations behind the 
databases selection are in line with a critical realist philosophy to search across different school 
of thoughts as suggested by Okoli (2015). Since the topic area for study covers dying as a lived 
experience of terminally ill in nursing homes, biomedical literature items are of great advantage, 
so I opted to search in PubMed, Scopus, and MEDLINE; as well as, in the European MEDLINE 
extension known as EMBASE. To avail the effective combination of citation indexing and web 
technology, I searched the Web of Science. The Wiley Online Library, CINAHL, Sage 
Publications, Science Direct, and Taylor & Francis were utilized because of their extensive 
multidisciplinary collections of literature resources extending from health, medicine, social 
science to literature covering the field of humanities. In addition to that, Google Scholar was a 
benefit to locate grey literature. For electronic book sources, E-book Central and the Springer 
databases were explored as access to protocols, scientific documents, and reference works. For 
published theses and dissertations worldwide, ProQuest was of great help. DART was accessed 
to explore published theses in Europe, IDUNN for Scandinavian, and NORA for Norway. With 
regard to the worldwide digital library for scientific journals, JSTOR was a plus. Eventually, 
the Directory of Open Access for Journals (DOAJ) was used to accelerate the collection of 
potential literature. 
During the retrieval of potential literature from online databases, I used keywords and 
concepts that are formatted in the SPISDER framework. Again, I do not use the exact phrase 
of the research question since it gives an overwhelming result. Boolean operators like AND, 
OR; truncation symbols like ( ), “”, [ ], *; and wildcard “meaning” is transformed into mean* 
were all combined to either increase or delimit the scope. Specifically, I used AND in order to 
increase the specificity of the results while delimiting only to relevant reference. OR was used 
to increase both the sensitivity and results of the number of references. Truncation symbols like 
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( ), [ ] were used because of the complex combination of search statements (Briddon, 2002). 
The “” was used to connote one word, and the symbol * was combined to a root word to cover 
a wide range of searching thus getting higher exponential results. To illustrate the actual 
algorithms and search strategy operators used for searching literature, please see Appendix B: 
illustration 3. 
During an online database search, although literature items showed the titles and 
abstracts, some cannot be retrieved and worst not completely opened. To mitigate this situation, 
I used ENDNOTE x8 to expedite the search. At the same time, I requested professional 
assistance with access to other databases. With that effort, some were retrieved but there were 
few not entirely available. Those sets of literature that were not totally retrieved marked with 
“cannot be retrieved” or CR. Searched literature that were opened including those that were not 
were all recorded in the data keeping sheet. These include journals, books, book chapters, theses 
and dissertations, essays and a list of abstracts. Also, a coding system was utilized to determine 
the content of the searched literature. Please see Appendix C for reference. 
On June 2018, I also conducted the hand-searching of literature. Hand-searching, 
according to Hopewell et al. (2007), is still a valuable element of the SLR protocol since other 
kinds of literature are not indexed correctly in other online databases. Following Hopewell et 
al. (2007), I argue that hand-searching ensures the selection of literature that may be overlooked 
or just poorly and inaccurately indexed. Moreover, it increases the chance that other major 
relevant sets of literature are not missed. Based on that reason, hand-searching was a 
supplemental strategy.  
Aside from the databases and hand-searching, another technique was carried out in the 
month of July 2018 was literature “snowballing.” Snowballing includes backward and forward 
searching of literature. Snowballing, as a strategy, refers to assessing the reference list including 
the citations of particular study (Wohlin, 2014). In this study, I only conducted a backward 
search because of time constraint. Potential literature from the reference list of the primary 
studies considered highly relevant was marked, picked, and included in the data keeping sheet. 
This technique was repeated to the following primary studies that were included.  
Given that literature items were obtained out from different sources, I observed that 
there were many similar sets of literature were repetitively collected, see Appendix B for the list 
of duplicates. By collecting many duplicates from different search strategies, I decided that my 
searching process has reached its exhaustion level as explained by Levy and Ellis (2006). The 
exhaustion level was my signal to stop the searching of literature regardless of how many 
literatures I collected. In comparison to other qualitative research, my SLR is not concerned 
with the sample size of literature. Although it was imperative that, under critical realist 
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philosophy, the cross-searching of multidisciplinary literature is carried out, the purpose of such 
action was to solicit explanations from various perspectives (Okoli, 2015). That being said, the 
determination of how many literature items are included is not the central concern of this SLR, 
but rather to produce thick explanations during construction of synthesis (ibid).  
 
3.2.4 Practical Screen 
Given the possibility of huge results in the searching of literature, the practical screening in the 
form of inclusion and exclusion criteria supports the selection process. To determine if the 
criteria were understood well, I tested these criteria on the first 100 articles that I sifted from 
Google Scholar. Then, I made an adjustment to some criteria in order to become specific and 
objective during the retrieval process. With the new adjusted criteria, the first 100 articles were 
assessed again by doing a quick evaluation in the titles and abstracts. This process of quick 
assessment and comparing against the criteria was influenced by Siddaway (2014). Those 
papers considered relevant or most likely to be relevant were saved in the data keeping sheet 
using the Microsoft Word in my computer. 
With respect to the making of inclusion and exclusion criteria, I made certain that it 
should be as objective and specific as possible. Siddaway (2014) explains that in order to 
achieve the specificity and objectivity in the criteria, a reviewer should adopt decisions based 
on theory and evidence. In other words, decisions included in the inclusion and exclusion 
criteria should be justified. As a result, ideas found in chapter 1 and the operationalization of 
key terms found in chapter 2 were pulled together to develop my inclusion and exclusion 
criteria. Also, there were some decisions in the criteria that were of course of practical reasons 
like the language of publications and the type of study to be included. These criteria were then 
applied all throughout the selection process of literature. Below are the inclusion and exclusion 
criteria. 
 
3.2.4.1 Inclusion Criteria 
§ As the nature of my review was to landscape theories via exploring and explaining, I 
intend to include qualitative literature that discusses on meaning-making of dying 
experience as an evaluated outcome. Considering the time-constraint, qualitative studies 
were the sources to provide explanations via thick descriptions. In the case of a mixed 
type study, only the qualitative part will be considered. 
§ Articles that contained discussion on how dying persons make meaning of their dying 
experience. The making of meaning represents the intellectual reasoning, feelings and 
emotions, and all those mechanisms and attempts to give voice to the lived experience. 
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§ Discussions about dying as a lived experience and were reflected in narratives, stories, 
interviews, participant observation, and case studies. 
§ Terminally ill persons that were aware of their condition, conscious and can able to 
share their experience were included. Also, those terminally ill or dying that have a 
prognosis of a few years, months, weeks, days or hours to live. 
§ Terminally ill persons with a progressive life-limiting disease and deteriorating health 
status. Likewise, those were dying elderly people in nursing homes. 
§ Age was from 65 years old and above following Kasper´s (2005) claim. If no age 
indicated in a particular study, then context clues were elicited to satisfy this specific 
criterion. However, in such cases, a careful assessment and deliberation were done in 
order to support the inclusion. 
§ Residing in nursing homes, residential care homes, assisted living facilities, home-for-
the-aged, institutional care homes, long-term care setting or elderly homes.  
§ Following Hawkins´s claims in 1991 implying that many pieces of literature existed in 
the public domain, this study intended to collect literary articles 6 years backward from 
1991. Hence, the search range was from 1985 until May 2018.  
§ Only English-published article so that there was no need for translation. 
§ Peer-reviewed materials and articles that underwent screening and passed the standard 
criteria for publications. 
§ Any research study that passed the standard requirements of the research committee 
board. 
 
3.2.4.2 Exclusion criteria 
§ Articles that do not discuss the meaning-making of the dying experience as an evaluated 
outcome. 
§ Articles that discuss near-death or end-of-life experiences which reported that 
respondents were having a change in consciousness and hallucinating. 
§ Subjects or informants that were terminally ill but infants or young adult.  
§ Those terminally ill in hospitals, hospice, home, and monastery. 
§ Those terminally ill diagnosed with a progressively debilitating disease but cannot 
express their thoughts and feelings. Or any dying person in nursing home that was 
diagnosed with cognitive impairment. 
§ Those dying persons that were comatose or unconscious. 
§ Age was less than 65 years old. 
§ Articles that were published earlier than 1985. 
§ Scientific studies that were quantitative in nature. 
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§ Articles that were published other than English. 
 
Literature included after the selection process was surveyed through two rounds of full- 
text review. In the first-round of full-text review, literature was examined from title to 
conclusion but somewhat lenient to allow more pieces of literature into the next round of 
review. In the second-round full-text review, strict inclusion and exclusion selections were 
applied. In this study, the importance of conducting two rounds of the full-text review was to 
ensure that potential literature items were not missed or overlooked. I also argue that as a single 
author of this study there exists no other persons to control the selection process and by doing 
the two rounds full-text review, I had the chance to control which literature has to be included 
and excluded.  
 
3.2.5 Quality (Critical) Appraisal 
After the practical screening, I conducted a constructive appraisal of the primary studies in the 
month of August 2018. Appraising is necessary for critical realist SLR because many articles 
are not of equal quality (Okoli and Schabram, 2010). For Siddaway (2014), there is no actual 
agreement on the best way to appraise the quality of literature. Based on Siddaway´s idea, a 
novice researcher like me will have a hard time deciding on which appraisal tool is appropriate 
to use since there exist much. To mitigate this challenge on my part, I searched online and 
investigated which tools were available and can be of benefit to my study. During my search, I 
encountered an assessment tool with 11 specific questions developed by Greenwood et al. 
(2009) and eventually adopted in the systematic review found in the work of Zhang and Lee 
(2016). This 11-item rating scale was used for deciding as to whether the paper was further 
included or excluded according to the merit of the respective methodological quality (Zhang 
and Lee, 2016). However, I was hesitant to use this tool because it has a tendency to further 
disqualify primary studies that were presumed low-quality. Rodgers and Hunter (1994) explain 
that the over-zealous exclusion of a presumably low-quality study created a problem in the past. 
In accordance with that idea, my motivation behind appraising primary studies was to help me 
understand and critique the methodological limitations or biases of the authors in their 
respective studies. I had no intention to omit any study, but I allowed the assessment in order 
to give me an impression of which study has the methodological rigor, and which one has not. 
I further argue that if only high-quality studies remain included there was a risk that significant 
insights from presumably low-quality studies were excluded during the synthesis of the idea. 
As a resolution, I decided to keep the primary studies regardless of results of the quality 
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appraisal because, as Siddaway (2014) suggested, the worth of each study might only become 
distinguishable at the point of synthesis rather than at the point of appraisal.  
Aside from the 11-item rating scale, I found another tool which I think was of greater 
advantage to my study. To aid my assessment, I adopted the assessment tool revised by Letts 
et al. (2007) entitled: “Critical Review Form– Qualitative Studies (Version 2.0).” This appraisal 
tool has a strength to critique and assesses the quality because it has more specific questions 
that evaluate critical components of the included primary studies compared to that of the 11-
item rating scale. Components of the critical review tool by Letts and company (2007) include: 
Study Purpose, Literature, Study Design, Sampling, Data Collection, Data Analysis, and 
Conclusions and Implications. For each component, it contained a specific question to help a 
reviewer construct the assessment. Scoring was not numerical, but it was only on a “yes, no, 
and not detailed answers.” For illustration, please refer to Appendix G. 
 
3.2.6 Data Extraction 
This stage of SLR was carried out between the months of August and September 2018. In the 
commencement of data extraction, first and foremost, the primary studies included were saved 
to my personal computer using Microsoft Word software. One primary study was converted 
directly to Word file while the other could not be. The primary study that was not converted 
directly to PDF was converted first and eventually saved. The primary studies were then 
labelled with author´s name and year of publication respectively. Vital information from each 
primary study was extracted separately using the data extracting form that I prepared. 
Information collected from primary studies were: Authors name, Date and Country, Aim or 
Purpose, Study Design, Setting, Number of Participants, Data Collection Method, Techniques 
used for Analysis and the Findings. Please see Appendix F on how the methodological summary 
was structured. After extraction of vital information, subsequent quality (critical) appraisals 
were carried out.  Please see Appendix G for the results of the appraisals.         
During my extraction of vital information, one issue I found difficult was determining 
what counts as “the data.” In my early discussion in chapter 2, I have mentioned that those data 
that proposed explanations and showing relationships between concepts, structures, and the 
underlying mechanisms of the phenomenon are considered as data (Okoli, 2015). In this study, 
stories of the informants and actual findings from authors were counted as data. I argue that 
stories and findings from each study were important to be collected since there encompassed 
information that justifies the weight of findings from the two authors. Hence, stories and 
findings comprised the data transcripts. 
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 Now, as the data consisted of stories and findings from each study, the next stage was 
synthesis. In preparation for the synthesis stage, my data transcripts were transferred to 
QUIRKOS software. After the trial on how to use QUIRKOS, I found it difficult to operate. As 
a novice researcher, it did not provide me with the flexibility and visual comprehension that I 
needed for my own understanding of the data. Authors like St. John and Johnson (2000) explain 
that although qualitative analysis software can help in the coding and retrieval of deconstructed 
data, it has a risk of decontextualizing meaning. Out from that reason, I opted to use the manual 
method. Though it sounds like conventional, this way it worked for me. I printed out the data 
transcripts, putting pages on it, and numbered each line for easy tracing during synthesis. This 
technique was in line with Becker´s suggestion to number the extracted data transcripts 
sequentially and using line numbers (Becker, 1986 cited in Silverman, 2011). Subsequently, I 
used different color markers to highlight the voices of the authors and the informants´ verbatim 
accounts within the transcripts.  
 
3.2.7 Synthesis 
The whole synthesis stage was carried in the months of October to December 2018. Based from 
the suggestions of Siddaway (2014) and Bearman and Dawson (2013), I considered that the 
type of my research question, purposes of my study, nature of primary studies, and my 
epistemological constructivist stance all leaned towards conducting a qualitative research 
synthesis. That being said, I found thematic synthesis, as a form of qualitative research synthesis 
to be an appropriate technique because it can integrate diverse ideas from various primary 
studies by grounding the understandings in the exactitudes of the situation and informants’ 
contexts and perceptions (Thomas and Harden, 2008).  
 In line with my interest to seek understandings from the voices of terminally ill and the 
voices of authors in primary studies, thematic synthesis was a compliment. Using the original 
voices from the texts, it revealed the social world and contextual accounts of those involved. 
However, Wilkinson highlights that although voices reflecting the actual talks of terminally ill 
and authors reveal the lifeworld, there is a tendency that voices compounded in texts are “used 
as “means of access” to something that lies behind or beyond it, rather than treated as of interest 
in its own right” (2011: 174 cited in Silverman, 2011: 214) thereby thematic synthesis can “lose 
sight of where the data (coded) sit within the whole (transcripts)” (Bloor et al., 2001: 64 cited 
in Silverman, 2011: 215). In other words, when texts are not treated as a solid source of reality 
in reference to its original context, then it allows escaping of the original understanding of the 
phenomenon from what is actually meant. To solve this potential problem during my synthesis, 
my constructivist approach provided a remedy to this constraint by reinstating the originally 
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enacted findings and studying how realities found in texts as constructed by those informants 
and authors of the study. For Silverman (2011), constructionism looks on the mechanisms 
involved and observing what the voices say within the texts and around the texts. By 
considering texts as a mean of access to various realities, I too consider how these texts evolved 
and constructed within the contexts of those reality makers. In doing so, I examined the 
processes involved including potential links, patterns, and unobserved reality on how the 
knowledge is produced. In that way, I considered constructionism as a compliment to thematic 
synthesis under critical realist SLR. 
 Before recommencing my synthesis, I reminded myself to remain true to the original 
accounts and findings of the primary studies. I read three times the stories of informants and 
the findings of each study without any pre-constructed thoughts. My sole purpose was to 
immerse myself and be acquainted with the data. Likewise, noticing what they were trying to 
say. This technique was somehow related to naïve reading. After immersion, the synthesis 
techniques by Thomas and Harden (2008) were applied. Please see Appendix H for illustration. 
In Stage 1, the transcripts were freely coded line-by-line. As I inductively coded the 
data, there were times that each line contains not only one code but several. Here, I paid 
attention to wording, phrasing, content, consistency of ideas, and specificity of expressions. As 
I continued coding the texts, I came to engage with the informants and their life-worlds where 
they make meaning of their dying experiences. Additionally, I also began to engage how 
authors understand their whole experience from their individual standpoints. I became 
immersed in the different worlds of experiences converging into different patterns and 
metaphors. The entire process was time-consuming, mind-boggling, and exhausting, but on the 
other hand, I began to notice contrasts and similarities of ideas. This “noticing” of similar ideas 
is known as the “translation of concepts” (Thomas and Harden 2008: 5), meaning what is seen 
in one data can also be seen on the other, though subtly. Despite similarities, it cannot be denied 
that there were also contrasting perspectives. As I remained open to translational concepts, I, 
too, was vigilant on the differing thoughts emerging. At the end of this stage, I developed codes 
iteratively until I expanded or shortened as I felt it needed. 
In Stage 2, I carefully examined the translational concepts and double checked against 
the original transcripts if the codes I created were reflective of both terminally ill persons and 
authors accounts. Next, I grouped together all similar and coherent codes against contrasting 
concepts. Likewise, observing hidden realities, processes, and links involved as suggested by 
Fiaz (2014). Here, I used post-its and a wall to have a visual presentation and a grasping of 
meanings. Out from these grouping of codes, I eventually created tentative themes that can 
address my research question. It took me ten attempts in creating and changing themes until I 
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reached a point where everything made sense and was inlined with central themes. In this same 
process, my actions were dynamic because there were times when I went back to stage 1 to re-
code the texts and regrouped the codes. It was a cyclical motion of understanding, but the more 
codes being created, the more perspectives I generated. Here, I was able to understand the data 
in a broader and wider angle.  
Concerning the arrangement of my arguments within the constructed synthesized 
themes, there were four distinct voices included: the voices of the terminally ill persons, the 
authors of primary studies, my own voice, and the voices of other authors which I utilized to 
support my arguments. To identify the voices of the terminally ill persons and the authors of 
two primary studies, I italicized their original accounts. And to make sense the whole data 
synthesis, I looked for connections between them, noting differences, and finally as Jesson et 
al. (2011) suggested, collated and presented the data by telling a new story in a meaningful way.  
In Stage 3, I described this process as challenging because it required me to “go beyond” 
the constructed synthesized themes. According to Thomas and Harden (2008), this stage is 
important because it will reflect the ability of the reviewer to give new insights. In this stage, I 
observed and examined processes involve on how knowledge of reality produced both by the 
terminally ill persons in the empirical domain and by the authors in the actual domain. After a 
long process of constant checking between my constructed synthesized themes, I finally went 
further and produced new understandings that were still grounded in the hope to answer the 
same research question. 
 
3.2.8 The Writing of Systematic Literature Review 
The organization of the whole paper is purposely arranged according to the manner in which 
my arguments were built up. If I have been transparent, systematic and rigorous, it is because I 
have followed the ideas of Okoli and Schabram (2010), Aveyard (2014), Siddaway (2014), 
Okoli (2015); as well as, reading different published systematic literature reviews online. 
 To indicate my voice in this study, I have personally chosen to use the “first person” as 
suggested by Aveyard (2014). I am conveyed that it is suitable to use the first person all 
throughout the discussion so that the readers will keep track and locate my arguments since 
systematic review deals with many authors of literature. Moreover, as I form my arguments, I 
am committed to a thought that the philosophy of the past is timeless. What I mean by this 
statement is that whatever the thinking of the past was, it always has relevance to the present. 
My conscious decision of taking a value of anything from the past coincides with Hubert 
Dreyfus´s philosophy that putting interest on “making the thinking of the past relevant to the 
contemplation of the present” (Dramer, 2017: 38). It is essential to me as a novice reviewer to 
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relate a text or group of texts “to current concerns rather than freezing it in the past” (ibid). I 
argue that the value of the texts in my primary qualitative studies, be it from the past or present, 
is appreciated if reading and understanding it gives a significant difference and brings relevance 
to the present world, we are living in. I am convinced that literature, either past or present, 
discussing the meaning-making of terminally ill, has in one way or another relevance, since the 
phenomenon of dying has never been a concern of one but always of many. It is, therefore, 
fitting too that a critical realist philosophy in SLR underlines its importance by intertwining the 
knowledge of the past and present literature to generate understandings on a certain issue, topic 
or phenomenon that has relevance for many and not of the few. Thus, all throughout this study, 
the readers will notice the inclusion of old references combined with recent references.  
Again, I give value to past literature because there is something in them that informed 
the present. I value the old references because thinking and contemplating historically, in that 
way, I also think relevant. Hence, by considering the importance of the previous authors, I am 
able to bring my thinking forward. Similarly, in this study, I also appropriate considering the 
well-known idea of Isaac Newton (1675): “If I have seen further it is by standing on the 
shoulders of Giants.” To me, nothing is ever more beneficial than to build my understandings 
from the authors and experts that have gone before me. As I humbly consider myself a novice, 
yet I argue that even a novice can see farther if I stand on the shoulders of past researchers and 
theoreticians. By considering those ideas, it influenced the writing of my whole thesis. As an 
overview of the structure and organizations of the whole thesis, there are seven chapters 
included. The brief outline of each chapter is discussed in the following. 
 
Chapter 1 is an introduction. 
Chapter 2 entails a discussion about critical realist SLR. 
Chapter 3 details the methods, processes, and ethics. 
Chapter 4 highlights the results of the systematic literature search. 
Chapter 5 presents the constructed synthesized findings. 
Chapter 6 contains the new interpretation of the constructed synthesized findings. 
Chapter 7 includes the final discussions. 
 
3.3 Ethics Involved  
With my early discussions on the potential significance of SLR found in chapters 1 and 2, 
indeed, I established the fact that there are benefits we can gain from applying it. As SLR is 
getting more attention with regard to its capacity to answer a research question, there are ethical 
issues we need to consider. Bear in mind that “preparing a systematic literature review is a form 
of research and should, therefore, be undertaken in a responsible manner to ensure integrity and 
   
 32 
avoid misconduct” (Wager and Wiffen, 2011: 130). With the influence of critical realist 
philosophy, I have addressed four fundamental ethics as I conducted my SLR, and these are: 
transparency, accuracy, objectivity, and reflexivity.  
 
3.3.1 Objectivity: The Primary Ethics in the Selection Process 
In the conduct of my SLR, I noticed that the robust nature of the procedure improved objectivity 
by using an approach that lessens the random error and bias. One example of this objectivity 
was done in the selection process of literature. By using the predefined selection criteria, 
literature items that fulfilled the inclusion criteria were thus retained. This approach maintained 
the objectivity by giving merits on the significant contribution the paper may have and not on 
the author (Siddaway, 2014). Siddaway (2014) suggests that the unbiased selection of literature 
avoids the notion that I include particular studies because I favor certain authors or excluding a 
particular study because I have disagreements on another writer or researcher. Likewise, the 
selected primary pieces of literature were appraised using a standard assessment instrument to 
determine the overall quality. In this way, readers of my review will “interpret the results and 
conclusion within the boundary of my inclusion and exclusion criteria” (Siddaway, 2014: 3). 
 
3.3.2 Transparency: The Overarching Ethics 
The obligations to conduct and report the results accurately, the onus is placed entirely on me 
as the sole author of this research. My study utilized literary articles as the primary sources of 
my data. How I searched and came up with the literature was all done in a systematic way 
starting from the databases searching, library visits, and ending with literature snowballing. The 
product of my literature searching was saved in a “data keeping sheet”. The actual “data keeping 
sheet” is found in Appendix C for reference and transparency. Likewise, the processes of how 
I searched and selected the literature articles were summarized in a flow diagram, see Appendix 
D. As for data extraction from primary studies and how I generated the findings, both were then 
explained in an illustration, please see Appendix F and Appendix H respectively. Likewise, 
reporting of the data to my supervisor was carried out so that there will be assurance of 
supervision to each in every step of the process including data retrieval and processing.  
 
3.3.3 Accuracy: The “Should Never” Missed Ethics  
To ensure accuracy in the data extraction, I treated the results of each primary study as they 
were in order not to deviate from the original thoughts of the authors and informants of the 
primary studies. Likewise, the primary studies did not undergo translation since texts were 
written in English. By adhering to the original nature of the texts means I did not apply any 
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force to distort the facts that will favor certain assumption. Instead, I chose to remain true to 
the contexts of each primary study. Subsequently, the findings and discussions section of each 
study were printed out. Direct quotations of informants and personal texts of each author were 
highlighted with assigned colors. The prime purpose of highlighting the texts with assigned 
colors was to efficiently guide me in determining who said the claim from the discussion of 
each primary study, thereby maintaining accuracy during the audit trail. In every quotation and 
claim that I lifted directly from the primary studies, a direct citation was done to honor the 
authors and informants. Since primary studies were already published in the public gazette, 
doing an accurate citation was the only mean I can mitigate the issue of consent in SLR. 
 
3.3.4 Reflexivity: The Cornerstone Ethics  
The ethics of reflexivity in SLR is a cornerstone under a critical realist philosophy. As a 
reviewer of literature, reflexivity specifies my ability to observe and account for my own 
activity (Bhaskar, 1989 and 2011 cited in Price and Lotz-Sistka, 2016). In my research, not only 
am I reviewing but also engaging and taking part in the whole process. As I am gradually 
transformed by my own learning process, it enables me to grasp the phenomenon I am studying. 
Similarly, whatever learning and thinking I developed, it challenges existing assumptions that 
bring continual learnings in the whole process. All throughout my scientific study, I practiced 
reflexivity by posing questions along the way as a form of engagement between me, the authors, 
and informants found in the primary qualitative studies. Through reflexivity, it strengthens my 
questioning mind to challenge the hidden assumptions. It develops my ability of self-reflection 
as to why such things happen, what I do know and I do not know, and what I think and feel or 
just simply what I understand about my role within the whole discussion.  
 
3.4 Transitional Summary 
To keep us on track, chapter 1 has clarified how I became interested in studying the meaning-
making of terminally ill elderly people; likewise, I also detailed how critical realism influenced 
me. Chapter 2 has accounted for the details of what critical realist SLR is and how to practice 
it. It was also in chapter 2 that I presented the idea that systematic review itself is a piece of 
research in its own right. In this current chapter, I described how I carried out my SLR based 
on practicability, logic, and manageability; and as well as, detailing some learned lessons along 
the way. Moreover, I also detailed the ethics involved namely, objectivity, transparency, 
accuracy, and reflexivity. Discussions about the results of conducting SLR, a summary of the 
methodological characteristics and the appraisals of the primary qualitative studies are then 
seen in the next chapter.  
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Chapter 4: Results of the Systematic Literature Searching 
This chapter entails discussions that answer objectives i and ii. To start with, the search began 
by applying the algorithms in 19 databases. It then generated 2310 hits of literature. These 2310 
were screened by reading the titles and abstracts while using the inclusion and exclusion criteria 
simultaneously. Eventually, there were 275 potential literature collected. Aside from databases 
searching, there were 24 articles collected through hand-searching. Combining the 275 and 24, 
the total collected literature items were 299. From the 299 results, 27 literary articles identified 
as duplicates. After the removal of duplicates, there were 272 pieces of literature left and 
underwent first-round full-text review. In the first-round full-text review, I examined the 
literature starting from the titles to conclusions. However, in the first-round review, my 
selection process was not too strict in order to allow more literary articles to be examined for 
another round of review. In effect, the total number of articles collected were 9. These 9 literary 
articles were examined for the second-round full-text review, but this time the selection criteria 
were applied strictly. The rationale behind my second-round full-text review was to judge 
whether the literature items successfully leveled my inclusion criteria; at the same time, 
ensuring an overview which literature satisfied inclusion or had the potential for exclusion. 
Starting from the title down to the conclusion, all texts were scrutinized. By doing so, I had 
finally sort out literature items that were totally included. At the end of this second-round of 
the review, only 2 literature items remained. Using the reference lists of these 2 primary 
qualitative studies, I only conducted backward snowballing because of time constraints. In the 
backward snowballing, there were 16 potential literary articles were added in the data keeping 
sheet. However, from the 16 potential literary articles, there were none that met the inclusion 
criteria; thus, all 16 articles were also excluded. For a visual illustration, please see Appendix 
D for a flow diagram of the search strategy results. 
In summary, the 272 literary articles drawn from databases and hand-searching added 
to 16 articles drawn from backward snowballing. In total, there were 288 pieces of literature 
underwent full-text review. These 288 articles were composed of 192 journals, 32 books and 
book chapters, 60 theses and dissertations, 3 essays, and 1 list of abstracts. For reference, please 
refer to Appendix C and find for small n´s.  
Still on the 288 articles, it was noted that from 1985 to May 2018 there has been an 
increasing literature that discusses the themes of death and dying. This trend confirmed the 
claims of Hawkins (1991) and Bingley et al. (2006) that indeed there were increasing studies 
interested in death and dying. Based from my systematic literature searching, there were 5 
identified articles published in the years 1985-1990, 25 articles between the years 1991-2000, 
118 articles in years 2001-2010, and 140 articles from 2011 to May 2018. However, only few 
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literature reviews have been conducted that specializes on death and dying in nursing homes, 
and surprisingly there have never been carried out any SLRs with critical realist considerations 
done in the field of social work. To illustrate, the result on the trends of the 288 searched literary 
articles in terms of publication year, please see Appendix E. 
Again, these 288 literature items were saved on a “data keeping sheet” using Microsoft 
Word and eventually underwent strict screening. Out of 288, 286 were excluded while only 2 
literature items remained after the strict selection process. These 2 pieces of literature became 
my “primary studies.” Reasons for inclusion and exclusion were based on the selection criteria 
that I detailed earlier. The selection criteria were transformed into codes for easy retrieval of 
reasons as to why a particular study was included or excluded. To illustrate this please see 
Appendix C and find the coding system and the remarks section.   
The 2 primary studies included are as follows: 
 
• “Opening Doors: Understanding the Experience of Dying” by Kulas, Gail (2001). 
• “Tending the Soul of the Terminally Ill” by Kang, Seung Hee (2006). 
 
These 2 primary studies were the results of rigorous, objective, and specific selections.  
As a critical realist reviewer, I argue that even with a small number of primary studies included 
there still possibilities to answer my focus research question. I further argue that since the nature 
of my SLR leaned towards qualitative reviewing of primary studies and not on meta-analysis 
that requires a minimum number of studies, the aims were to collect appropriate literature, 
synthesize them and provide many perspectives on the meaning-making of dying experiences. 
In fact, it is not the nature of qualitative SLR that is much concern on the sample size of 
literature or how many informants included from each primary study. For that matter, SLRs, as 
Popay et al. (1998) explain, are much concern on the relevance of primary studies rather than 
the randomness and representativeness of literature. Here, the ultimate concern of qualitative 
SLR is how strong each primary study can generate many answers via thick explanations drawn 
from the various school of thoughts (Okoli, 2015). In other words, the merit is given on the 
strengths of these literature items to produce many answers, and if those pieces of literature 
illuminate the subjective meaning, behavior, actions, and perspectives of those being 
researched. The primary marker of qualitative SLR is to provide knowledge and evidence to 
inform policy and practice that privileges lay knowledge or subjective accounts (Popay et al., 
1998). This study was interested in the meaningful qualitative explanations that may help us in 
understanding the meaning-making of those terminally ill in nursing homes from their context. 
To increase the use of the context as means of locating knowledge of those terminally ill and 
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supporting their subjective meaning, my epistemological constructivist approach was a 
complement whereby it examines the patterns and underlying reality that provides the 
conditions of possibility both for actual events and perceived phenomena (Fiaz, 2014).  
Regarding the extracted data, I noticed a problem in one of the two primary studies. It 
came to my knowledge that not all informants were included as stipulated in my inclusion 
criteria. Although informants were categorically terminally ill, not all of them came from 
nursing homes. Such observation was found in the work of Kulas (2001). To mitigate this 
problem, I read the whole paper again and searching for context clues as what I had stated in 
my inclusion criteria. I found out that only a few of her informants leveled my inclusion. This 
situation further indicates that I will only retrieve stories and accounts of those qualified 
informants. However, in spite of this deviation, I still considered Kulas´s (2001) work based on 
merit that it can give a potential contribution to my SLR. The study of Kulas (2001) includes 5 
informants namely, Christine, Hank, Frances, William, and John. Out of 5, only Hank and 
Frances leveled the inclusion criteria. While in Kang´s (2006) study, Mrs. Erickson is the 
standalone informant. In this study, there were 2 authors and 3 terminally ill elderly people 
were considered to be examined as reality makers during the synthesis stage. 
Before synthesis, each primary study was printed out, fixed with pages and each line 
was sequentially numbered. There were 18 pages and 980 sequential line numbers for the 
transcripts of Kulas, Gail (2001) while 8 pages and 303 sequential line numbers for the 
transcripts of Kang, Seung Hee (2006). Next, I assigned labels to each author and informant. 
These labels were: for Kulas, Gail was Author Kulas; for Kang, Seung Hee was Author Kang; 
for Hank was Informant Hank; for Frances was Informant Frances; for Mrs. Erickson was 
Informant Mrs. Erickson. As labels were done, I used five different color markers to mark and 
trace the accounts of the 2 authors and 3 informants. The color markers used were: for Kulas, 
Gail I used dark pink; for Kang, Seung Hee was light pink; for Hank was brown; for 
Frances was dark green; for Mrs. Erickson was .  
 
4.1 The Informants  
From the two primary qualitative studies, there were three unique stories of individuals who 
were terminally ill or dying, aware of their conditions, and living in nursing homes. These were 
the stories of Mrs. Erickson (72-year-old), Hank, and Frances. Although age was not specified 
for Hank and Frances, Kulas detailed that each “had gray hair and wrinkles” (2001: 116). Again, 
in my inclusion criteria, I have stipulated that even though age is not specified, but context clues 
will be observed in order to help me out decide if literature is included. Hence, I included Hank 
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and Frances based on the merit that they can contribute essential understandings about the 
meaning-making of dying experiences in nursing homes.  
The first story was from Mrs. Erickson. She became a widow a few years prior. She had 
eight children in all, but two had died. She was a woman of stature with a voice of confidence 
and authority. Mrs. Erickson was an independent woman until she had several strokes and one 
episode left her completely blind. Her doctor commented that if another stroke should happen, 
it might cause her death. When she became blind, she was in total darkness. Her transition to a 
nursing home became a big adjustment.  
Another was the story of Hank. He lived in a senior residence together with his wife. 
The manner Hank told his story was direct and upfront. He detailed his life having cancer and 
his hope of having a cure. Hank was hoping that his cancer will be cured, but later he realized 
that cure was no longer possible. When the reality became so clear, Hank set things ready. He 
arranged his funeral and sorted out his financial and legal affairs in a way all were in order.  
Different from Hank and Mrs. Erickson was the story of Frances. She suffered from 
breast cancer, underwent several surgeries and radiation treatments. Although the doctor did 
not label her as dying at the beginning, for her, as long as cancer was there nothing could be 
done. Her story was unique because she never waited for the physician to diagnose her. Prior 
to all these treatments, she already felt a lump in her breast, but she waited for her doctor to 
discover it. However, right in that moment of her own discovery, she grasped the severity of 
her reality. For Frances, her situation was serious, and she was dying.  
 
4.2 Methodological Characteristics of the Primary Studies 
In 2001, Kulas published her own master thesis exploring the experiences of dying in Canada 
via the university´s publisher in cooperation with the Canadian National Library Congress 
while Kang presented a doctoral dissertation on the same theme in the year 2006. Unlike Kulas 
(2001), Kang (2006) never mentioned the location of the study in a manuscript published in the 
Journal of Counselling, Psychotherapy, and Health. The two authors have different 
backgrounds and so in their disciplines. Kulas (2001), as a nurse produced her own various 
understandings of dying experiences that contributed the field of nursing while Kang (2006) 
approached the phenomenon as a therapy counselor and contributed the field of marriage and 
family therapy. These two primary studies have a qualitative nature, and both authors adopted 
a phenomenological approach. In the study of Kulas (2001), she followed the philosophy of 
Heidegger which has roots on hermeneutic phenomenology. Kulas (2001) focused on 
consciousness and the essence of the phenomenon by exploring the existential and interpretive 
dimensions, paying attention to the “taken for granted” moments and interpreting the metaphors 
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and words used by a storyteller in the attempt of making sense of the lived experience. In the 
work of Kang (2006), both a counselor and storyteller co-created the meaning of the lived 
experience. Kang (2006) never assumed a detached self in the understanding of the 
phenomenon, but instead situated a conscious self and engaged to the descriptive details laid 
by a storyteller. Furthermore, Kang (2006) as a counselor sitting in a therapist-conducted 
consultation acknowledged a storyteller as an expert of the lived experience. 
 Kang´s (2006) study has a clear description of one setting, while Kulas (2001) recruited 
informants from various settings. Concerning sample size, both studies had recruited a small 
number of informants. Kulas (2001) had five informants while Kang (2006) focused on one 
informant. The relevance of their informants was appropriate in relation to the focus of their 
individual study. Both studies contained a discussion on their sampling technique. Kulas (2001) 
and Kang (2006) mentioned how and where they recruited the informants. However, Kang 
(2006) failed to reason out the motivation behind why the study was having only one informant. 
In effect, there were no comparisons of how the dying experience was understood from one 
informant to another. However, Kang (2006) still addressed the research question of the study 
by utilizing a descriptive phenomenological approach.  
 Both authors gathered their data through audiotaped interviews. To my assessment, 
Kulas (2001) interviewed Hank twice and Frances only once because the gatekeepers did not 
allow her for the second interview. In the work of Kang (2006), the interview happened only 
once with Mrs. Erickson. To my argument, the importance of conducting several interviews 
elicits a chance to validate the data collected; whereby, in my assessment, Kulas (2001) 
acquired this validation benefit over Kang (2006). In the data collection, both authors did not 
use assistants or interpreters but at least conducted the interviews personally and acquired a 
direct impression towards the shared experiences. Both authors manifested, at least, the capacity 
of eliciting data through contact interviews. In respect to the use of field notes, it was only 
Kulas (2001) that utilized the importance of field notes which she eventually used as a 
supplement together with the recorded interviews during her analysis. To my view, it was just 
essential for Kulas (2001) that she had field notes since she conducted interviews in different 
settings and with various informants in varied times. Different from Kulas (2001), Kang (2006) 
never mentioned the use of field notes since Kang (2006) never reported the frequency of 
interview with the informant. However, sitting as a counselor in the conversation with the 
informant, Kang (2006) only mentioned about the recorded conversations. This implies that 
Kang (2006) was entirely dependent on the audio recording device and that it became a way of 
facilitating the analysis. Finally, in spite of variations in their manner of making the analysis, 
Kulas (2001) and Kang (2006) demonstrated their abilities to create and develop understandings 
   
 39 
on the experiences of dying. As a result, Kulas (2001) through her hermeneutical style produced 
twelve insights while Kang (2006) developed eight themes through thematic analysis. To 
illustrate the summary of the methodological characteristics of both primary qualitative studies, 
please see Appendix F. 
 
4.3 The Quality (Critical) Appraisal of the Primary Studies 
With the aid of the modified form produced by Letts et al. (2007), the two primary studies were 
appraised on seven vital criteria which cover from study purposes down to the conclusion 
section of each study. In addition, the appraisal was necessary for my study since both two 
primary qualitative studies were published in different publications. Kulas (2001) published her 
thesis in the university´s own publication after the recommendation and approval of the research 
committee, but not in journal form. Kang (2006), however, disseminated the study through a 
journal publication which underwent peer review. By applying this quality (critical) appraisal 
tool, I determined the similarities and differences including the strengths and weaknesses 
between these two primary qualitative studies. 
 The first criterion was on Study Purpose. Kulas (2001) and Kang (2006) deliberately 
outlined the purposes of the study. The stated purposes were also in-lined with their research 
questions, hence there was a good start in each study respectively. In that way, readers could 
quickly capture the point of interest as well as to the direction of their individual work.  
On the second criterion, both primary studies presented Literature Reviews which 
became the ground to justify their personal motivations to conduct their studies. Both authors 
presented compelling evidence with regard to discussions on relevant past researches and 
successfully relate their study by pointing out the gaps.  
The third criterion was on Study Design. Both primary studies utilized a qualitative 
phenomenology in which, in my point of view, it was appropriate because both authors were 
actually compelled to produce understandings about dying experiences. Moreover, as both 
authors tried to seek understandings of dying as a lived experience, phenomenology helped 
them explore the emotions, ideas, and meanings inherent within the experiences of all 
informants. Kulas (2001) and Kang (2006) were able to enter into informants´ life-worlds 
through interviews and were able to capture the essence of the shared experience.  
 Concerning the fourth criterion on Sample and Sampling, Kulas (2001) detailed her 
reasons regarding purposive sampling of informants while Kang (2006) failed to justify exactly 
as to why there had only one informant in the study. To my assessment, Kang´s (2006) failure 
to explain further concerning the sample size cast doubt for the readers as to whether there was 
actually a reason to remain in one sample. In contrast to Kang (2006), Kulas (2001) explained 
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her decision to stop the sampling after she had reached a sufficient depth of information to 
support her study.  
About the fifth criterion, Data Collection. Both primary studies had similar sample 
profiles and described sufficient background information about their respective informants. In 
effect, both authors established the credibility and suitability of their informants within the 
framework of their respective studies. However, in spite of similarities in the collected data, 
there found to be a difference with their study setting. Kulas (2001) allowed the selection of 
informants from various settings while Kang (2006) focused on one site. As they conducted 
interviews in their respective setting, both authors successfully obtained the informants´ 
approval prior to the actual interviews. The way Kulas (2001) reached her informants was 
through an initial meeting with the gatekeepers and eventually got the chance to contact them. 
However, Kang (2006) failed to mention how the informant was recruited. With regard to data 
collection, both authors explained their roles in the whole data collection process, described 
their relationships with participants, and laid out their individual biases and assumptions before 
the commencement of data collection. However, comparing these two primary studies, I found 
Kulas (2001) possessed more procedural rigor than Kang (2006) since Kulas (2001) has detailed 
more narrative descriptions about her effort in carrying out the tasks pertinent to data collection.  
The sixth criterion was on Data Analysis. The two primary studies successfully 
developed an inductive analysis from their data. Both authors mentioned the processes of 
coding, reflecting, categorizing, and understanding the data as a whole. More so, Kulas (2001) 
and Kang (2006) justified their methods used in analyzing the data with respect to their 
individual philosophical stances. Kulas (2001) followed a hermeneutic phenomenology that 
eventually led her to develop twelve themes in her understanding of dying experiences, while 
Kang (2006) followed the existential phenomenology which in turn gave eight themes 
describing the informant´s experience. The manner of their arguments was all consistent with 
the data; and in effect, their ideas were inclusive and reflective of all the data that exists. That 
being said, Kulas (2001) and Kang (2006) showed the analytical rigor and brought emerging 
ideas into the fore. Admittedly, the new ideas and understandings produced from the two 
primary studies echo the two authors´ efforts that their findings were formidable reflections of 
the phenomenon and reflective of those persons with a similar profile in a similar setting. 
However, in spite of these compliments to their works, yet I am of two minds about Kang´s 
(2006) strategy in data collection, particularly in the interview section. I have mentioned 
elsewhere that Kang (2006) conducted the interview just once and never said of any follow-ups 
or validation of the data with the informants thus this made me question the confirmability of 
the interview data. I argue that even though Kang (2006) had one informant but still the 
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importance of validation of the data must be upheld to achieve confidence in the results. Unlike 
Kulas (2001), her detailed reporting carries a proof that her strategies were trustworthy.  
The last criterion was on the Conclusion and Implications of the Study. Both authors 
clearly stipulated that their efforts in the study will tend to uncover the dying experiences and 
generate more understandings of the phenomenon. In that aspect, Kulas (2001) and Kang (2006) 
achieved the purposes of their study. They did not arrive at one sounding conclusion, but instead 
offered many perspectives which brought the readers into a horizon of many possibilities in 
viewing dying experiences. Essentially, Kulas (2001) and Kang (2006) were able to discuss and 
synthesize the data and finally highlighted their final statements in congruence with the findings 
they achieved. As a matter of fact, their conclusions brought impact and significance to their 
respective fields of specialties.  
In conclusion, the primary qualitative studies were well designed and structured with 
meaningful and valuable findings. The purpose and background of each study were cleared and 
concise. The results were well analyzed. Kulas (2001) gave a hermeneutical understanding of 
the phenomenon while Kang (2006) produced a detailed discussion of the dying experience. To 
my assessment, both authors employed appropriate designs. The only downfall of Kang (2006) 
was on the method of data collection, wherein an explicit explanation was expected. Contrary 
to Kang (2006), Kulas (2001) detailed her justification and motivations to a greater degree in 
which readers can be able to understand her methods of data collection. Both studies have 
identified their limitations allowing scholars the chance to modify or further research on the 
same topic. Based on the result of this appraisal, I recognized that both studies successfully 
addressed their respective research questions. Although there were little variations in some 
areas of the criteria set by Letts et al. (2007), both authors never produced poor-quality 
literature. To illustrate the content summary of my quality (critical) appraisal, please see 
Appendix G. 
 
4.4 Transitional Summary 
In this chapter, I have detailed the searching strategy results using databases, hand-searching, 
and literature backward snowballing. Out from the many pieces of literature sifted from 
different sources, I end up with 2 literature items. These 2 primary studies were considered 
sources to answer my research question. Also, in this chapter, I have described the literature 
development that concerns dying studies; likewise, the methodological characteristics and 
quality (critical) appraisal. On the next chapter, I will present a discussion of my synthesized 
findings by applying a constructivist approach. 
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Chapter 5: The Constructed Synthesized Themes 
This chapter contains a discussion that addresses objective iii; at the same time, it is the product 
of undertaking stages 1 and 2 of the thematic synthesis by Thomas and Harden (2008). In stage 
1, I created 115 codes which were then downsized to 4 synthesized themes as I undertook stage 
2. In this chapter, feature only 4 final themes. The discussion entails the themes that are 
translational and emergent from the work of Kulas (2001) and Kang (2006).  
The process of synthesizing became possible because of the three terminally ill persons: 
Hank, Frances, and Mrs. Erickson, who shared their personal stories. Likewise, the two authors: 
Kulas (2001) and Kang (2006), who have devoted their time to listening and understanding the 
plural possibilities of dying experiences. Moreover, as I am one with critical realist tradition, 
accessing the real domain of reality helped me to immerse in the dying experience. As an effect, 
the conceptual understandings that I have developed are the product of my textual engagement 
with the two authors situated in the actual domain and the terminally ill persons located within 
the empirical domain.  
    It was a challenge, however, at the start of my synthesis, since it would bring further 
insight than what these primary studies had yielded. The synthesized themes are my 
enlightenment as I am searching for answers to my research question. As I immersed in the 
data, I encountered difficulty while seeking direct and apparent themes to answer my scientific 
quest. However, as I reminded myself of how I operationalized earlier the terms meaning-
making and dying experience, I realized that dying itself contains a cluster of meanings (van 
Manen, 1997) and a complex embodiment of abstractions (Frank, 1995). In other words, there 
were many concepts and ideas included in dying. As I attempted to understand the dying stories, 
an openness within myself was required in order to capture the meanings of the phenomenon 
of dying. Through my realizations, I allowed myself to be conscious to many possibilities of 
understanding during data immersion. As I reviewed the two qualitative primary studies, I then 
noticed that conversations of dying persons contemplate their past and present lives, 
recollection of events, the happy and sad thoughts, their possessions, their family, church, faith, 
and music. It all seems a conduit of past and present experiences and the mixture of abstract 
and hidden personal meanings. It is thus, in this chapter, that I develop my constructed concepts 
about their meaning-making efforts. I mentioned constructed because, under the constructivist 
approach, I understood and made sense of the possible understandings of their experiences, not 
only by my own thoughts but by the meaning they shared, accessed both in the empirical and 
actual realities. To bring coherence to my synthesis, I present themes that outline the flow of 
my constructed ideas. 
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5.1 Indicating the Villain that Interrupts Life 
Based on the data, what I noticed was that in the advent of their making-meaning of their dying 
experiences, they tend to make sense by telling stories of the things, something new to them. 
They told their dying stories by reflecting in the past that involves mental or temporal 
recollection of events (van Manen, 1997) and eventually highlighting “villains” in such a way 
their listeners can understand before jumping to the climax. The author like Frank explains that 
terminally ill people “tell first the condition and later the self otherwise no one dares to listen” 
(1995: 61). Furthermore, the obvious observation found in the accounts of Hank, Frances, and 
Mrs. Erickson was that they found themselves in a situation trying to think about and deal with 
the new things in their lives. They think and deal with new things differently in order to attain 
a new perception of themselves, their conditions, and positions in the world they belong to 
(Frank, 1995). 
Inherent in their stories was the revealing of something villain has come. They become 
the protagonist trying to guess the true name of the antagonist (ibid). Like Hank, he was direct 
and to the point in telling his story. He never thought of any reservation but was frank about his 
condition and said, “it´s cancer” (Informant Hank P1/L15). As he told his story, Kulas 
described him:  
 
“(Hank) spoke with a clear loud voice… it was as though he was driven by his need to 
teach me…to tell me what he knew, as though everything was ordered and defined” 
(Author Kulas P1/L12-18).  
 
The manner in which Hank opened his story involves a sense of conviction of what was 
the villain. He highlighted a disease that he dealt with until he was sure it was cancer.  
Similar to Hank, Mrs. Erickson knew that her episodes of strokes were the reason for 
her being terminally ill. Her stroke made her life pass through hell. She was as if accepting her 
impending demise after she was told by a physician that “another stroke might cause her death” 
(Author Kang P1/L18). Earlier she had experienced several episodes of strokes, and they 
eventually became the reason for her blindness. Imagine how hard for her to lose her eyesight. 
For Mrs. Erickson, it was difficult “not being able to see anything” (Informant Erickson 
P1/L32). It was the episodes of strokes that changed her and even her ways of living each day. 
For Hank and Mrs. Erickson, their clear convictions about their conditions were 
reflected in their ways of convincing the listeners about the knowledge passed on to them. Here, 
I argue that they are not trying to tell stories out of their imaginations but stories with defined 
concepts of “cancer,” “stroke,” and “blindness.” However, this was not the case with Frances. 
As Frances navigated her story, she started it not with a definite term but describing there was 
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something in her body. Though it was vague for her, still she said, “…just a lump about here, 
which I knew was there...” (Informant Frances P3/L122-123). In her sentiments, there was 
evidence of no clarity as to what was exactly the lump looks like, yet she knew it was serious. 
She never waited for her physician to determine her fate, but “she called herself dying” (Author 
Kulas P3/L122) and created “a story about how she believed she was dying” (Author Kulas 
P3/L118). What made Frances different from Hank and Mrs. Erickson was her personal 
conviction knowing that a “lump” signifies something serious. She knew that a lump became 
the villain although it was not yet defined what it really was.  
For Hank, Frances, and Mrs. Erickson, their conditions and illnesses are villains in their 
lives, and living in a terminal illness means living with interruptions (Frank, 1995). As 
interruptions are present, they discover and make sense of their situations. Otherwise, if they 
will not speak of interruptions, they become silenced (ibid).  
 
5.2 Infusing Personal Efforts in Meaning-Making 
When a person is dying, one engages in the space of contending and challenging or for some 
just simply appraising the personal experience. For Hank, it was a moment not to succumb 
easily with cancer but to explore possibilities. At first, he explored what more to being than 
dying is. He told stories about the reality that he was dying and then other moments of high 
hopes of getting a cure from cancer. This contending behavior was reflected in his statement “I 
have to do something about it myself” (Informant Hank P1/L16). It was evident in Hank´s 
voice that he was trying to figure out and seek what was best. As if he was bargaining if he 
could find the chance for a cure. Does this mean that he wanted to be healthy again? It seems 
his own desire was compounded by the expectation that he can be healed. His desire was 
perhaps influenced by a “contemporary culture that treats health as the normal condition that 
people ought to (be) restored” (Frank, 1995: 77) and “requires bodies to be depressed and thus 
fixable” (Frank, 1995: 112). These contradictions were pointing to the “multitude of tensions a 
person may be feeling” (Author Kulas P1/L46-47). What I have observed in the data was, as 
if Hank was dancing between living and dying, and while he was dancing in uncertainties, he 
contended his illness with thoughts of possibilities.  
While Hank was contending his cancer with hopes of a cure, Frances has a different 
approach towards her situation. Hers was different from the hope Hank wants. Frances knew 
from the beginning that something was present in her body. She knew that something unusual 
and strange was happening inside her, but she let it pass. It was reflected in her statements: 
 
“… I knew it (a lump) was there but which I didn´t tell her because I thought we´ll just 
let her find out for herself (physician)” (Informant Frances P3/L123-124).  
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Perhaps in Frances´s words, she was accepting of her fate that whatever it was, nothing 
could be done? Does this mean that Frances imagines her life as nothing getting better? Was 
she concerned about her body and her condition at all? Do her actions accounted for being 
passive? Does being passive meant neglecting the chance of medical interventions? It was 
evident in the data that Frances never acted immediately upon her discovery of a lump. Kulas 
described Frances´s action “…as though she was playing a harmless game…this game of hide 
and seek” (Author Kulas P3/L127-128). On the contrary, behind Frances´s action was a woman 
convinced that she was dying; more so, her behavior posed a challenge as to what usually the 
medicine dictates and operates for those assuming a sick role. Might Frances be certain of her 
death and believed that her mortality is unavoidable? By considering Frances´s behavior, the 
author like Frank (1995) points out that Frances will not allow herself to be crowded by medical 
contingencies. For Frances, she trusted her intuition, believed in it, and challenged to what the 
medicine dictates. Furthermore, Kulas offered an alternative reason to justify her:  
 
“Maybe for Frances it was a game where she snickers as she played along with what 
medicine dictates…this seems but one way to create a space for herself in a medical 
system that overpowers, dictates and dominates people” (Author Kulas P3/L130-133). 
 
Different from them was Mrs. Erickson. She neither contended if there were alternatives 
to alleviate her condition nor played a hide and seek game to challenge medical hegemony, but 
she already knew the severity of her condition. She knew she was terminally ill and described 
her experience as “It´s hell…it’s very very difficult, and it’s very emotional” (Informant 
Erickson P1/L32). Although she was in a place of difficulty and struggle, yet she managed to 
understand her situation and to make her adjust easily. She went through “darkness” (Author 
Kang P1/L15) but accepting of her fate as it was. In the early stage of her dying, she appraised 
her experience as 10 signifying intense difficulty until she rated it 4 signifying acceptance. The 
appraisal she made became a revelatory moment that helps her to move “from hell to 
acceptance” (Author Kang P1/L26). Mrs. Erickson met suffering head on and accepted her 
illness. Frank (1995) describes Mrs. Erickson´s illness as a journey that become a quest. 
For these three terminally ill people, the reality of dying elicits varied reactions. 
Although they are not free from pain and limitations, they still infuse personal efforts to make 
sense of the experience (Ashfield, 2012). As the dying experience is unique and individual, the 
outlooks and reactions of those dying may also be unique and personal (Saunders, 2003). Here, 
the contending efforts of Hank, by challenging to the constraints made by Frances, and even 
the appraising efforts of Mrs. Erickson are all varied personal reactions adopted by dying 
elderly people while they are in the space of meaning-making.   
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5.3 Adopting Different Ways to Restore Meaning to the Dying Experience 
Terminally ill persons find ways to recover and restore meaning in their dying moments. Hank 
opened his sharing with his statement saying, “that’s up to you… this is going to help me get 
the cure” (Informant Hank P1/L14). His words suggested that in the act of his storytelling and 
sharing he found a cure. The cure he meant was not a cure from his own illness but something 
a cure he wanted for his inner self. Kulas described Hank´s action as:  
 
“In the process of dying, people are still in the process of redefining themselves, 
understanding who they are, and how they live… constantly creating meaning in their 
lives, meanings of their life and meanings of their dying and death. As though these 
stories are monuments that tell of the enduring significance of their life” (Author Kulas 
P8/L386-389).  
 
Not only the act of storytelling helped Hank finds a cure, as he claimed it, but also the 
selling of his treasured possessions. He sold his car, musical equipment, and fiddles. All these 
things with value and significance. Following Wallendorf and Arnould (1988) and Belk (1988), 
these objects are important to Hank because they become storehouses of his personal meanings, 
extensions of himself, and reflections of his self-identity. But why does he sell them if those 
were of value and with significance? The author like Belk (1979) suggests that Hank´s action 
is seen as fulfilling the higher-order need for actualization. In this case, Hank is truly convinced 
that death is coming and by giving away his possessions is a symbolic action for an actualized 
being that is ready to find the right recipient for his valued things. By his act of finding 
recipients, in that sense, Hank is immortalized in the memories of those receivers (Stevenson 
and Kates, 1999). Furthermore, Kulas offered another possible reason for Hank´s action: 
 
“Preparing for death is as much about control as it is about dying…arriving at a place 
of preparedness is a process that never stops but constantly changes in personal 
meaning… readiness for death had taken on a different meaning in Hank´s life (and) it 
was more about preparing for others in the reality of his death.” (Author Kulas 
P8/L443-457).  
 
Here, as death comes near, I noticed that Hank never ceased his responsibility, and it 
only reflects perhaps his role as the head of the family that takes control.  
Based on these observations, I sense that sharing of stories and selling away of valued 
possessions are among the many acts that dying elderly people utilize to restore themselves and 
finding meaning before they die. How Hank managed his journey moving forward was through 
stories and selling of valued possessions. Though death is irreversible in his case, Hank as an 
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actualized being finds ways to show control over his situation. All of Hank´s actions suggest 
that after all “preparation gives people direction and purpose” (Author Kulas P9/L484).  
Different from Hank was Mrs. Erickson. Her ways of restoring meaning for herself have 
been contributed to many factors. The one above all other factors was the support from her 
daughter. As Mrs. Erickson lived her life every day in darkness, her daughter was the core 
support. It was highlighted in her claim:  
 
“If I am really down, my daughter will come from work…otherwise, she talks to me on 
the phone and calms me down and even gets me laughing” (Informant Erickson 
P2/L52-53).  
 
I figure out that with Mrs. Erickson´s situation inside her was a woman of vulnerability, 
and her daughter was a grace of support in times of her inner battle for restoration. Her daughter 
performed the role of a confidant and remained with her in finding a new meaning of what is 
happening. Here, I argue that behind her daughter´s action lies a saying that “even when we 
feel that we can do absolutely nothing, we will still have to be prepared to stay” (Saunders, 
2003: 4). In doing so, her daughter gave the feeling of reassurance and safety that comes from 
faithfulness for her mother (Saunders, 2003: 5). I am convinced though that between them there 
is a forging of a real confidence wherein Mrs. Erickson herself feels welcomed and accepted in 
the person whom she knew well. Aside from her daughter, music was also a great help to her. 
In her statement, “I think of classics in religions…just a quiet music…the hymns” (Informant 
Erickson P5/L161). Similarly, it was evident that music “made her feel upbeat, happy and 
lively” (Author Kang P5/L160). In that sense, music allows a direct connection, rediscovering 
and reintegrating of her inner self to her own body (Frank, 1995). The type of music she used 
to listen also reflects a strong connection to her faith, and her faith to the “Divine” made herself 
resilient and finding inner strength. Mrs. Erickson´s spirituality was heavily noticed in her own 
efforts in dealing with the impending death. Spirituality, in that sense, influences her own 
continual process of making meaning. In effect, her making meaning that involves spirituality 
allows her to reappraise her illness as an opportunity for changing her own beliefs and goals, 
and more certain, her own faith (Park, 2013). However, this influence of spirituality in dying 
moments is contested. Kulas, in her own words, explains:  
 
“Spirituality often attempts to stabilize the uncertainty of life (and) belief in a high 
power absolved (a dying person) of the responsibility of dying…(thus) dying is 
interpreted as an event without being met by resistance” (Author Kulas P6/L303-309).  
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In other words, spirituality may allow a dying person to see death as something not to 
be combated and passive in finding meaning because demise is already ordained and nothing 
more can be done.  
It is also accounted that personal mantra has been one of the factors that facilitate change 
in the lives of dying people. Based on the data, I observed that the mantra became an internal 
synergy. The constant remembering of mantra by Mrs. Erickson becomes an unconscious 
chanting that keeps her mind at rests amidst dismantling thoughts (Bhawuk, 2003). In the end, 
her “never ever giving up” (Informant Erickson P2/L71) mantra kept her “moving forward” 
(Author Kang P2/L68) in the life remaining.  
External support has also been evident in the data from which a terminally ill person 
draws encouragement. While Mrs. Erickson was in the nursing home, her statement of 
“cooperation with the staff” (Informant Erickson P2/L49) was an evidence of how an 
institution played a beneficial role for her in the whole process. As she got encouragement from 
nursing home staff, her church where she belongs has also been another network of support. 
However, although the two mentioned social networks were evident with Mrs. Erickson, yet it 
has not been so obvious to Hank and Frances. When Hank detailed his story of the significance 
of physicians and the healthcare system in his life and dying, he emphasized his needs 
nevertheless to take charge of his life. Hank still manifested his personal responsibility towards 
himself and the things around him. The presence of treatment institutions and the people 
working in it help Hank in his dying journey, yet Hank never belittles his ability to take control. 
However, in the case of Frances, she has a different experience with the institution that took 
care of her. Although she was not diagnosed as terminally ill in accordance with the physician´s 
diagnoses, Frances considered herself dying. She was dying basing from her belief that there 
was something serious happening in her body, yet the institution was so reserved about her 
situation and her diagnoses. In spite of that, Frances: 
 
“created a reality where she placated the medical establishment by letting them think 
they know about her and about her illness. Frances´s physician had not even told her 
she was dying. Yet she knew she was. Perhaps dying is not inextricably linked to a 
diagnosis (Author Kulas P3/L133-136).  
 
Support mechanisms have been evidently helpful for Hank and Mrs. Erickson, but 
sometimes they have their limitation like in the case of Frances. To my argument, situations 
like this indicate that external supports and networks can be of benefit and sometimes 
contradicting in ways how terminally ill people make meaning of their dying experiences.  
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Still from the data, these three terminally ill persons use the word “it.” In the story of 
Hank, he used “it” to identify cancer. Likewise, Frances used “it” to label a lump that eventually 
diagnosed as cancer, and Mrs. Erickson expressed “it” to identify her stroke that gave her 
blindness. Here, I argue that they used “it” in a context to justify what considered to be the 
villain; and thus, to ensure that the villain is understood by them. They use a certain language 
to “discuss (their) experiences in the world…and in order to speak about them, (and) place a 
label on them” (Flaming, 2000: 33). In other words, “it” as a label becomes a strategy. They 
use the word “it” to make sense and communicate themselves and towards the world (Flaming, 
2000). I also argue that as they use the word “it,” it becomes a label to indicate something and 
to denote that something has nothing in possession over them and of their identities. For them, 
cancer, a lump, stroke, and blindness do not own them but are only part of their lives.  
Though they are terminally ill, Hank, Frances, and Mrs. Erickson took charge, owned, 
and lived their dying experiences. They managed to find continuity in life through words, telling 
stories, relationships, networks and supports, and material belongings. So, the “different ways” 
that I am referring to here are counted as the coping mechanisms they had utilized to help them 
back to their own body, and as they back to their bodies they found their own way out of the 
struggle and discovering a continual balance in their everyday lives (Frank, 1995). 
 
5.4 Placing Meanings in the Various Aspects of Life 
Terminally ill persons that are aware of their situations uttered that out of their dying 
experiences come diverse meanings emplaced in their lives. Meanings are made because of the 
consciousness of terminally ill persons, and in fact, they played a primary role in rectifying the 
discrepancies between the present situation and their personal desired goals (Park and Folkman, 
1997). Together with the intrusive thoughts that deluge the minds of terminally ill persons, this 
pushes them to make efforts to review and reflect in order to be informed of what is now true 
and fantasy (Janoff-Bulman and Frieze, 1983 cited in Park and Folkman, 1997). I argue that 
these efforts prepare them to make new adjustments and accepting of a realistic situation. In 
effect, terminally ill persons continue sorting out information until change and reality have 
reached an accord (McCann et al.,1988 cited in Park and Folkman, 1997).  
Like Hank, he clarified his personal goals and values by figuring out what would be his 
priority in life remains. In his words, “I´m getting everything all set and ready before I die” 
(Informant Hank P8/L415) sets a new tone. As Hank sets everything ready, I argue that he 
manifested a sense of empowerment within himself, an empowerment that comes out from him 
being an actualized person, by taking control and by being prepared. He made efforts to put 
things ready because he knew that his situation cannot be changed. He understood that the 
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reality of death was sure and biological life cannot be extended. By acting out his desired goal 
in accordance with what was the real situation, Hank distinguished the “what is now true and 
what is fantasy.” In doing so, he felt as if he was making a difference by putting and organizing 
essential things in place before his death. In return, Hank saw the meaning, purpose and was 
changed by his efforts. For the author like Sandstrom (2005), Hank´s experience provoked him 
to deeply reflect upon the essence of his life and goals for self. 
As death draws near and heightens, terminally ill often derive growth and expansion. 
To my observation, growth and expansion were evident to Mrs. Erickson. Although she was 
physically dying, her experience rippled spiritual growth because she recast her struggles as it 
was like a spiritual journey (Frank, 1995). Clearly, Mrs. Erickson´s religiousness helps her to 
understand her own world and situation, and that suffering becomes bearable for her (Wuthnow, 
Christiano and Kuzlowski, 1980 cited in Park and Folkman, 1997). Here, the religious 
perspectives of Mrs. Erickson “provide meaning at the level of personal significance, causal 
explanation, coping and outcome” (Park and Folkman, 1997: 121). Spirituality, in such 
instance, stirs existential progression and expansion. 
As the illness continuously unfolds and the health diminishes, terminally ill persons 
demand less of themselves (Sandstrom, 2005). Following the statement of Frances “for 
goodness sakes we can´t live forever you know” (Informant Frances P5/L262-263) and “one 
thing about having cancer, nobody can do anything much about it... it is something that´s 
inevitable” (Informant Frances P6/L285-286). To my observation, in her word of inevitable, 
she never reckoned death and its inevitable reality but accepting that her life will end. I further 
observed that acceptance does not require a demand for pursuing extensive life measures. Her 
sense of acceptance “has emerged as a valuable construct in understanding adjustment” 
(laChapelle et al., 2008: 202). Adjustment to what is inevitable settles herself into a realm where 
she never resists death but living in a present moment and gradually descends to what is 
destined.  
More so, terminally ill persons often develop an awareness of relationship restoration 
(Sandstrom, 2005). This situation was evident to Mrs. Erickson. In her own words she said: 
 
“we have moment that we (family) disagree, but everybody does. It´s over and done…we 
talk it out and don’t bring it up again” (Informant Erickson P6/L193-194).  
 
Based on that data, I argue that this situation is forging a substantial relationship of 
“mutuality and dialogue” (Author Kang P6/L184). For Mrs. Erickson, restoring of familial 
relation rekindled meaning produced by a mutual understanding and dialogue to heal and to 
move forward. This idea revives a new meaning, as I understand it, is not an end in itself but 
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this further enhances continual closeness of the mutual relationship between a terminally ill and 
the loved ones. Such understanding is seen in Frankl´s (1962) assertion highlighting that forged 
meaning becomes a catalyst for an enhanced sense of connectedness and that it just goes on in 
the present healing moment.  
From these three dying experiences, it is evident that ordeals reconstruct and make a 
new meaning of life expressions in the various aspects of their lives. As terminally ill persons 
come to terms with their finitude, their search for meaning intensifies. In turn, that meaning 
gives a fresh new meaning towards themselves and others, and subsequently distinguishes what 
is true and what is fantasy. The achieved meanings aid them to see a new breath of existential 
perspectives and ultimately set them above from the expected fate (Frank, 1995). 
 
5.5 Transitional Summary 
Through this chapter, I have presented the meaning-making efforts of terminally ill persons in 
nursing homes. There were four central themes made and reflecting the meaning-making efforts 
drawn from the synthesis of the two primary qualitative studies. Inherent in the themes were 
constructed ideas as I understood the life-worlds of Hank, Frances, and Mrs. Erickson together 
with the dynamic understanding of Kulas (2001) and Kang (2006). The themes were: indicating 
the villain that interrupts life, infusing personal efforts in meaning-making, adopting different 
ways to restore meaning to the dying experience, and placing meanings in the various aspects 
of life. As much as we have learned from this chapter, I invite you to chapter 6 as I present the 
expanded knowledge of the four constructed synthesized themes. 
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Chapter 6: The Expanded Knowledge 
This chapter discusses the expanded knowledge of the constructed synthesized themes; as well 
as, answers to objective iv of this study. This is also referred to as the “going-beyond” of stage 
3 in the thematic synthesis by Thomas and Harden (2008). The product of undertaking stage 3 
is the 2 new understandings out from the constructed synthesized themes. What I will discuss 
in this chapter still has a connection to the original research question. 
Correspondingly, I have mentioned earlier that methodological summary and the results 
of quality (critical) appraisals were utilized to examine underlying issues thus achieving better 
hindsight in formulating my own arguments. In my observations of the data, I notice that the 
stories of Hank, Frances, and Mrs. Erickson are diverse and different from one another. 
Although they are in the same situation of dying, the embodied meanings weaved into their 
experiences were unique. As unique as their experiences are, are there hidden messages that I 
can bring to the fore? Also, bringing their voices together speaks not of a single dimension of 
meaning-making but of multiplicity and complexity of the whole experience. In the same way, 
the difference between how Kulas (2001) and Kang (2006) presented their findings offers me 
different perspectives on how I understand the context of meaning-making in dying. Instead of 
doing straightforward thinking, I explore and examine the phenomenon of interest from 
different angles just like the ambitious intention of critical realism of investigating reality in all 
possibilities and in a critical way. 
 
6.1 The Contrasting Issues 
Looking back to my constructed synthesized themes, I observed two emerging issues that have 
different sides. Firstly, an issue that pertains to institutional influence; and secondly, 
spirituality. On the first issue, the institution where one terminally ill resides may play an 
influential role in the whole meaning-making of dying experience. In Frances´s case, the 
institution represented by her physician was reserved concerning her diagnoses. Frances was 
not diagnosed as terminally ill, yet she believed she was dying. Though she was not diagnosed 
as dying, does this mean that she has no right to make out the abstract things to which she feels 
real? Is it really a need of diagnoses before a dying person makes meaning of the experience? I 
argue that Frances made a distinction in herself by creating a space to contend the hegemonic 
power of medicine and medical institutions. She never waited for her physician to let her know 
that she was dying. Frances knew that once she has cancer, there is nothing that could be done. 
The time she discovered a lump on her breast was the same time that she figured out that 
something was serious. She reacted to the reality that a lump means something though she never 
fully grasped if it was indeed cancer or not. It was her dire reaction upon her own discovery. 
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To my observation, Frances challenged the impression that one must act out before a person is 
diagnosed with such illness or disease. She never waited to be labeled terminally ill to believe 
she was dying. She defined herself and her situation in ways that do not trap her within the 
forms of repression and confess her own “truth” outside the boundaries of biomedical and 
therapeutic discourse (Sandstrom, 2005). Similarly, her ways created resistance against the loss 
of her personal autonomy and possibilities for personal action to which medicine and health 
institutions potentially do (Komesaroff, 1995). Contrary to Frances´s experience, Mrs. Erickson 
has a different story of a nursing home. In spite of her situation, she had the support of the staff. 
The role of a nursing home in Mrs. Erickson´s experience was different from that of Frances. 
A nursing home was portrayed as helpful to Mrs. Erickson´s situation.  
Now, what seems intriguing to me is the juxtaposed influence of nursing home as seen 
in the data. To examine this issue, as a critical realists reviewer, I need not only to explore how 
this issue emerges but also how the authors derive the data. What has been the results in the 
primary qualitative studies each author has something to do about it. By reviewing back to my 
qualitative (critical) appraisal, I found out that Kulas (2001) has been allowed once in her 
interview with Frances. Could this be the reason that Kulas (2001) became partial in her 
findings? Perhaps in the mind of the physician sparks the idea that Kulas´s (2001) insistence 
and presence could be detrimental to Frances, and so the necessary measure should be done to 
protect Frances´s interest. 
Consequently, by that incidence, Kulas (2001) made a strong emphasis on the 
controlling aspect of health institutions as represented by the physician. Such a focus can be 
considered a projection mechanism of Kulas (2001) because she was never allowed for another 
interview with Frances. Granted that the bases of Kulas´s (2001) action are speculatively 
correct, but Frances volunteered herself and decided to be interviewed in the first place. In 
Frances´s world, she believed she was dying and her efforts to make sense of everything was a 
way of coping.  
In contrast, Kang´s (2006) work highlighted the positive impact of the institution on 
Mrs. Erickson´s experience of being terminally ill. Was there any reason to explain this 
observation? Again, my evaluation of Kang´s (2006) work highlighted that Kang (2006) had 
descriptive phenomenology research and the data was collected through a one-time interview. 
To my argument, there is a little advantage when research is done in descriptive phenomenology 
instead of a comparative. The reason is, it does not include so many opportunities to see varying 
perspectives and contrasting issues to focus on. There might be missed opportunities in seeing 
farther from the things the way they are. If only Kang (2006) explored more views, there might 
be more potential understandings to this issue.  
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Further, another problem was Kang´s (2006) interview done only once; at the same time, 
the number of informants was limited to one. To me, Kang (2006) does not have the opportunity 
of seeing other angles to examine the data across different informants, thus offering a limited 
understanding of the findings. Or might it be that Kang (2006) as a counselor working in the 
nursing home only allowed portraying the good side of it? If this is true, this could be a reason 
for a possible bias presentation on the role of a nursing home. Granted there is bias, yet in the 
words of Mrs. Erickson were direct revelations that indeed a nursing home has been 
encouraging and supportive. As terminally ill, would Mrs. Erickson make any story just to 
portray the good side of a nursing home? What benefit would Mrs. Erickson get from this if 
she created a fictional reality? I doubt that Mrs. Erickson confabulated her accounts for the 
purpose of showcasing the good side of the institution that cared for her.  
With these contrasting results concerning the impact of a nursing home in the meaning-
making of the dying experience, I have found no more expounding reasons to justify what is 
behind the difference. What I have presented here is my explanations based on my objective 
assessment of the primary qualitative data. However, if this issue on the impact of a nursing 
home in the meaning-making of the dying experience can be further examined in a more 
focused study in the future, might we can draw extensive ideas and so grey areas on this issue 
will be clarified.  
 On the second issue, spirituality has varying effects on the meaning-making of the dying 
experience. In the story of Mrs. Erickson, it was clear that her faith and religion had impacted 
her coping ability and so her meaning-making efforts. In her darkness, struggles, and ordeal, all 
have been overcoming because of the spiritual influence that strengthens her ability to see the 
goodness in all the things she had been through. The fact that she was terminally ill, her faith 
keeps her moving from the shadow of darkness. Mrs. Erickson was showing that her spirituality 
became a source of positive growth despite a significant change happening within and around 
her. Spirituality, in that sense, imbues a life with meaning and fosters a life-changing 
transformation toward her goals and priorities (Frank, 1995; Park and Folkmann, 1997). Hence, 
the evidence of growth was prominent in her spiritual life. Perhaps this finding of a positive 
spiritual influence on Mrs. Erickson´s dying experience may be slightly influenced by the 
author of the study itself.  Kang (2006), as an author, maybe working as a counselor in a 
religious run institution to which in that case a nursing home was an example. Or maybe Kang 
(2006) was a pastoral counselor that was influenced by its professional training from a religious 
academic institution to which Kang (2006) acquired a degree as a counselor? If these were true, 
then, a professional bias from Kang´s (2006) side may interplay in the presentation of the study 
results regarding the impact of spirituality on the meaning-making of dying experience. By 
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considering these things, so in what position that I have said these observations? Again, if I 
made such a remark, it would be because I look beyond the things more than what it means in 
Kang´s (2006) study. As a critical realist reviewer, I am not only looking on finding answers to 
my research question but I, too, evaluate how such findings were drawn. So, the knowledge of 
how spirituality may influence Mrs. Erickson can be drawn from many possible reasons 
available in Kang´s study; and for that, under epistemological constructivism, I am noting 
unobservable patterns and considering unseen links that may contribute to the creation of 
observable reality. Despite spirituality´s positive impact on Mrs. Erickson, Kulas (2001) 
embossed another idea. For Kulas, spirituality may “affect dying…(and) dying is interpreted as 
an event without being met by resistance” (2001: 92). To my understanding, what Kulas (2001) 
meant was that terminally ill persons might become passive and just concede to the idea that 
death is determined thus dying is not contested. If so, that creates a discourse that a terminally 
ill may cease the continual efforts to re-create the self and finding of meaning in the life 
remaining. Kulas´s (2001) ability to see this kind of perspective was because of a hermeneutic 
influence accompanied in her philosophical stance, wherein she saw more than what the eyes 
met. Her hermeneutical style of viewing other angles allowed her to see the other side of the 
coin. As much as Kulas´s (2001) idea accounted to be a possible understanding of spiritual 
influence in the meaning-making of the dying experiences, I am of two minds, though. To my 
argument, I challenge Kulas´s (2001) notion by questioning what if a spiritually terminally ill 
person has already settled after appraisal of a reality that death is not to be wrestled with but 
accepted as end fate, can it still be considered that a person is passive and have not challenged? 
Although there is a differing idea concerning spirituality, I never sense strong reasons from the 
data that can elaborate on my arguments. I suggest that if aspects of spirituality will be given 
serious attention then it can be an interesting topic to focus on future research. 
 
6.2 New Understandings on the Meaning-Making of Dying Experience 
Even though different issues emerged in the synthesized themes nonetheless Hank, Frances, 
and Mrs. Erickson reveal valuable understandings of the efforts they manifested. Apparently, 
these efforts are processes that talk about how they make meaning of their dying experiences. 
However, there is no direct evidence that they have been through in the same trajectorial 
pathways of dying experience although all of them were terminally ill. What I have seen in the 
data is at least each experience is different and each person pursues dynamic strategies of 
meaning-making under different circumstances. This observation confirms to the claim of 
Saunders (2003) that death and dying are unique and personal. That being said, I argue that no 
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dying experience is either less or more than the other; thus, each dying experience holds a 
potential need to be listened to and respected. 
 Again, it is riveting to note that, despite uniquely different dying experiences, a 
compelling connection and message underlying their stories. In reference to the four 
synthesized themes, a prominent message that emerges is a manifestation that they, in one way 
or another, take control of their situations. This “taking control” is considered as another new 
understanding of how terminally ill persons make meaning of their dying experience. It is 
evident in the data that Hank, Frances, and Mrs. Erickson started sharing stories until to a point 
where they achieved meanings in the various aspects of their lives. This pattern is a piece of 
evidence that they are really exerting personal efforts while meaning-making of the whole dying 
experience.  
Furthermore, it also brings enlightenment that as death heightens the two issues namely, 
the impact of nursing homes and spirituality were eventually fading. To make it clear, as death 
is nearing for Hank, Frances, and Mrs. Erickson, these issues are gradually fading and placed 
into the background. It is no longer as explicitly as overwhelming like before. The reason is 
they become more drawn to things that are most important to them such as the strengthening of 
relationships, legacy, meaning, and purpose. In other words, what becomes significant is the 
idea of, as I describe it, “what is now and for the future” that is set into the foreground. To 
exemplify, Hank fixed all the necessary things to order that his family would not be burdened 
with the responsibilities after his death. Frances found meaning and purpose by being grateful 
and by cherishing the life remains because she believed that death was part of life and 
inevitable. Mrs. Erickson established reconciliation and fostering good relationships with her 
family. All of these exemplify to what I consider “what is now and for the future.” 
 In the process of their taking control, I further argue that they gradually realized that 
physical life was eventually ending; likewise, seeing the failure of medicine to extend life 
beyond death. In my observation of the data, death changes the course of status quo and 
medicine has no power to reverse their dying conditions. Thus, the reality of finitude became 
bolder. As deaths´ reality heightened, specifically the two issues emerging were all gradually 
fading. What is interesting now is the emergence of unseen labels assimilated to the fact that 
death is approaching. These labels may create a distinction (Guilfoyle, 2012) between, on the 
one hand, being sick, vulnerable patient and dependent of total care (Frank, 1995) or “marginal 
persons and sources of ambiguity” (Sandstrom, 2005: 71) and, on the other hand, something of 
an opposing idea to which I call the anti-label. In these distinctions, Hank, Frances, and Mrs. 
Erickson stand in between. Undeniably, the reality of death consumed their thoughts and 
emotions in such a way there was a battle within them, but there was also a struggle to win the 
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battle. In my point of view, their bodies try to overcome the forces of uncertainties. Despite the 
uncertainties, Guilfoyle proposes that it is inherent to human nature the “intrinsic capacity to 
do something (and) capable of resisting” (2012: 12). However, in the advent of doing something 
and exercising resistance, Hank, Frances, and Mrs. Erickson must realize that to start their 
crossing over from the labels of dying towards the anti-label, they must recognize the multitude 
of their corporeal energies, capacities, forces, impulses, aspirations, and beliefs (Guilfoyle, 
2012). In the same way, they must realize that nobody can do a crossing over for them, but only 
them alone. They must rely on their intrinsic human capacity to overturn the challenge (ibid). 
I know that they can move under their own individual power, but “How?” At first, it 
seems not visible because I never found it within the text or direct quotations signaling that they 
have indeed attempted to cross over. But soon enough I was reminded that I am moving through 
the actual and empirical domains; at the same time, observing patterns, potential links, and 
unobserved reality. So, I come to know, then, that by and through the act of storytelling and 
sharing to those who listen was already an attempt of crossing over. Hank, Frances, and Mrs. 
Erickson engaged in processes of acting out meaningfully their dying experiences through their 
stories. The story was, in fact, an invitation for them to move towards the side of anti-label. 
This act of storying allowed them to recognize and to story their sides, and the author Frank 
describes it, “storytelling is less a work of reporting and more a process discovery” (2013: xvi). 
That being said, storytelling becomes a space that invites them to resist, thus rendering an 
articulation of the whole experience. I argue that their stories brought illumination to the things 
they were not attuned to in the very first place. They found this storying as a space to recall all 
events embodied in their journey. Such articulation strengthens and thickens their resistance. 
They were in a position that reifies a new platform for making a new story distinct from that of 
a sick, dying, dependent of total care, marginal persons, and sources of ambiguity. They exerted 
efforts to specify the villains that trigger the genesis of being dying. Above all, they gave voices 
to the whole experience (Frank, 1995).  
In the advancement of their taking control, it was evident from their stories that Hank, 
Frances, and Mrs. Erickson subjugated their struggles and there was an interjection of 
resistance, as described by Guilfoyle (2012). For example, Hank contended his cancer, Frances 
challenged her possible diagnoses, and Mrs. Erickson sought out to overturn her darkness. Here, 
their efforts of subjugating and resisting bringing a space where these three terminally ill people 
can re-create and adjust their lives. To my observation, they are entering into space where they 
can infuse their personal efforts, and this is materialized through the invitation of stories. The 
storytelling becomes an alternative, readily available for them and they responded to it. In the 
act of their response, they become gradually conscious of the purpose why they are doing it and 
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so become fully realize the purpose of resistance (ibid). Gradually, they are crossing over 
towards the anti-label and striving to live consistently finding purpose, creating new meaning 
and direction. For the author like Frank (1995) explains that as they see themselves, they 
emplace meanings into their lives and maintain their identities to where they are most familiar 
with. And now, the known self and their voices remain (ibid). 
In essence, they are taking control because they are higher than what their circumstances 
have told them, and they are taking ownership of their own body because for them “the body is 
the source of meaning and meaning creation… and it is the perspective that (they) bring to bear 
in the world” (Komesaroff, 1995: 14). Although they struggle at first to articulate the things not 
accustomed to and to the difficulties accompany to it, they never keep themselves in the shadow 
of their own impending demise. They seek out to help themselves to explore and manage the 
uncertainties of being terminally ill. In spite of adversities and struggles, they did the one thing: 
“focus on what is in (their) control as opposed to what is not” (Holiday & Hanselman, 2016: 
27). Thereupon, I have come to realize that within their efforts of taking control all of these 
things seem to direct in an idea that even in moments of dying, terminally ill people in nursing 
homes manifest and exercise the agentive power inherent in them. They have used the power 
within, and by acting through it, that is the only time they become subjective, not objective in 
that sense (Crosby, 1996). If there is a slight constraint of human agency by structures around 
them yet agentive power exists and works because of such degree of personal choice (Fiaz, 
2014). Equally, by working through the power within, Hank, Frances, and Mrs. Erickson, as 
explained by Crosby (1996), are accepting of themselves rather than refusing it; in their 
acceptance of themselves, they take possession of their lives; and as they make themselves their 
own, they come to belong to themselves in a new way.  
Similarly, they take a stance and making a difference not for material but on the 
existential gain. For Breitbart et al. (2004), Hank, Frances, and Mrs. Erickson take courage and 
conviction to reflect upon and gradually take ownership of their own existence. They create a 
legacy, not of the physical but into the memories of those people who become their witnesses 
(Frank, 1995). They hold on to the self they are born with and not the self-ascribed after the 
illness or the labels of dying. They make efforts to overturn their condition and thus propel 
liberation and freedom from the discourses that place them to vulnerability. More importantly, 
they rely on their capacity for the agency. This inherent power enables them “to do, to refuse 
and to re-story” (Guilfoyle, 2012: 14) and re-invent themselves following shattering illness and 
suffering (Frank, 1995). Significantly, if the change is seen in the life of Hank, Frances, and 
Mrs. Erickson, it is not something new but characterizes recollection of the knowledge and 
embodied scars of identities to which they take hold and own (Frank, 1995). Their deep 
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searching and wandering in their experience eventually produce a “new map” in which the 
unfamiliar body once again known to them (ibid). 
By and large, this “taking control” attributes the human agentive power of terminally ill 
elderly people. Though teeming with imminent death, they find an escape from possible 
restrictions and limitations of being dying by infusing the innate power. What has been seen in 
their meaning-making efforts is indications that, in one way or another, they continue 
constructing themselves neither for material nor physical gains, but instead for existential 
benefits. Now, through these understandings, we gain new insights into the lives of those 
terminally ill elderly people in nursing homes. Remember, whatever the explanations 
qualitatively produced are theories being landscaped to yield sensible answers as we are in our 
continual quest to comprehend dying experience. If I have seen this new knowledge more than 
from what is seen in the constructed synthesized themes, to me, I happened to see what Caputo 
mentioned the “plus ultra” or “more than what is meant explicitly” (1987: 40) about dying 
experience. While the “plus ultra” knowledge is significant, it is not meant to be generalized. 
Under critical realist philosophy, the knowledge produced is suggestive and alternative; 
likewise, only fractions of what lies beyond the vast horizons of understanding the dying 
experience.  
 
6.3 Transitional Summary  
In this chapter, I have discussed the new message of human agency reflected in their ways and 
by taking control of their situations. It relayed to us a message that what merely is included in 
their collective meaning-making efforts signifies that there is more, something of beyond from 
what is the apparent knowledge they offered. Although there can be many possible constraints, 
terminally ill elderly people used their innate power of human agency to propel liberation and 
freedom from all constraints, and they do it not for material or physical but for existential gain. 
As much as this chapter has provided us with the new understanding of the meaning-making of 
the dying experiences, I invite you once more to my last chapter for final discussions. 
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Chapter 7: Final Discussions 
This chapter contains the conclusion, significance of the results to social work, limitations and 
recommendations, future directions and my personal reflections on the whole journey. 
 
7.1 Conclusion 
As a social worker, my curiosity over meaning-making processes in dying experience was 
amplified by my exposures in nursing homes I worked with. My curiosity was then a prime 
motivation to study dying. Along the way it became strenuous because of many uncertainties 
involved, thus placing me as an outsider in my quest to search for answers. Driven to pursue 
my interest, critical realism offered viable options in seeking understandings, thus searching for 
answers has been made possible. Critical realism informed me that the reality of the 
phenomenon is an open system, half true, and fallible; therefore, always requiring alternative 
perspectives to understand it. Following that belief, I ventured on SLR to answer my research 
question: “How do terminally ill persons make meaning of their dying experiences in nursing 
homes?” As I am one with the critical realist tradition, I argue that texts found in literature also 
create near reflections and understandings on the meaning-making of terminally ill elderly 
people. With the successful application of SLR, I concluded that terminally ill elderly people 
make meaning by: (i) indicating the villain that interrupts life; (ii) infusing personal efforts in 
meaning-making; (iii) adopting different ways to restore meaning to the dying experience; and, 
(iv) placing meanings in the various aspects of life. Also, two contrasting issues were surfacing 
in the meaning-making processes namely, institutional influence and spirituality. Although 
these issues, at first, may have impact but were eventually fading as death heightened. As they 
pursued the meaning-making processes, they manifested the human agentive power by taking 
control of the situation amidst impending death. This innate agentive power became 
instrumental in the liberation and freedom from the constraints and limitations of being dying. 
With those findings, I happened to see the plus ultra of the dying experiences, and if I 
made it possible, it was because I stand on the shoulders of the past Giants. The sources of 
knowledge I presented, though literature produced in the past, helps inform our present. As we 
are always in a constant quest to understand the complexities of dying and the life of those 
terminally ill elderly people, we can only hope for is to find sensible answers. The answers I 
produced are constructed understandings not to generalize but suggestive in their own right, 
and just fractions against the whole knowledge of the dying experience. Again, the manner how 
we understand dying and those terminally ill affects the way we comprehend, care, and listen 
to them. I am convinced that the known wisdom from this study is always and continues to be 
highly relevant to me as a social worker, to social work, and to the readers anywhere. 
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7.2 Significance of the Study Results to Social Work  
While there is a potential risk that terminally ill elderly people may fall as marginal persons 
and sources of ambiguity, the findings suggest that they have the “ability to symbolize and 
make use of the power of discourse” (Sandstrom, 2005: 71). As they are engaging in their 
meaning-making efforts, they maneuver the chaos and areas of discourses around them. They 
thereby communicate from spaces where they play with power, remake meanings, and manifest 
resistance. And for that, the lesson may give this to social work is that never neglect the creative 
capacities of terminally ill elderly people even in the moments of dying (Sandstrom, 2005). 
Although they face the looming end of life, they live a life brimmed with meaning, and they 
were living while dying (Ng, 2014). It also reminds social work not to abandon the terminally 
ill persons´ subjectivity that interplays in mitigating the everyday exigencies of human struggle 
(Sandstrom, 2005). Likewise, it reminds of the significance of meaning-making and living a 
meaningful life because it reflects the resilience, optimism, and well-being of those terminally 
ill in nursing homes (Ng, 2014). The findings further suggest that social work must focus on 
the central significance of meaning and processes of meaning-making so that it provides a vista 
for understanding dying on a more personal level (ibid). I argue that knowing them personally 
in their meaning-making we see a glimpse of who they are - the person they have become and 
not a dying person in a sick role. As social work practitioners enrich personal connections and 
forge a mutual relationship with terminally ill in the moments of their dying perhaps, they 
realize that in their actions they “subjectifying the subject” (Sandstrom, 2005). In other words, 
the placing of terminally ill people in the center of discourses, considering their choices and 
decisions, and putting their interest at best. Thus, it underscores the claim that human agency 
is at the prime of doing social work (Parsell et al., 2017).  
 In considering the importance of human agency, it is essential to note that terminally ill 
people in nursing homes are not passive objects to be gazed at, but constantly engaging in 
continual processes of discovering themselves and actively constructing a sense of self. The 
processes of their identity reconstruction are manifested in their many ways of restoring 
meaning and through their personal efforts linking their human action towards the broader 
social context. However, it is also imperative that as social work invests on human agency, it is 
worth to remember that each dying person is unique and individual. Human agency varies from 
person to person, despite the innate agentive power. Hence, I suggest that social workers need 
to reinforce agentive power within the sphere of a safe and therapeutic environment, honoring 
them with compassion, and treating them with respect and dignity (Kessler, 2007). In that way, 
they help by being a force for dying people to reflect on their finitude, motivates them to make 
the most of their lives, and finds meaning as something worthy of its own sake (Trisel, 2015).  
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7.3 Limitations and Recommendations of the Study 
In this study, there are several limitations. I argue that detailing the limitations are necessary in 
order for the readers to balance their understanding as they go over this study. As I enumerated 
the limitations, I also included the corresponding recommendations.  
1. The Author of this study was the only sole reviewer, thus there is a question of bias in 
the selection process of included literature. However, to mitigate this problem, the 
principle of objectivity during selection process was applied using concise inclusion and 
exclusion criteria to minimize biased selection as much as possible; and at the same 
time, constant reporting to my research supervisor was done for the purpose of 
monitoring. To mitigate this potential problem, I recommend that when applying SLRs 
there be at least two authors to perform a check and balance in the selection process; 
and thereby, improving internal control and selection.  
2. Sources of data were only qualitative scientific pieces of literature. Thus, there is limited 
accommodation for other ideas. I, therefore, recommend that future studies to include 
quantitative studies, unpublished literature, and other sources like narrative reports and 
actual documentaries to collect a wide range of possible understandings. 
3. The search range spanned from 1985 until May 2018. Any published materials after the 
month of May 2018 are not included. I recommend that in the future study, published 
literature after May 2018 should be included to ensure the expansion of new knowledge. 
4. This study only utilized backward snowballing and does not include a forward 
snowballing because of time constraints. Thus, I recommend utilizing both forward and 
backward snowballing in the future literature reviews on death and dying studies in 
order to increase the chance of comprehensive literature search. 
5. There was no expert contact done in this study because of time limitations. I am aware 
that by contacting experts in the field one needs ample time to get answers and 
responses. For future literature reviews, I recommend utilizing this method to increase 
the chance of comprehensive coverage of literature searching. 
6. In this study, only terminally ill people that are conscious and with the capacity to share 
their experiences from nursing homes were included, thus it cannot generalize on the 
entire dying elder population. I recommend investigating dying elderly people with 
dementia. Also, expanding the coverage across various settings like home, hospice, 
palliative care centers, monasteries, and hospitals to increase comparative analysis; as 
well as, to accommodate diverse understandings from different fields, disciplines, and 
specialties. 
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7.4 Future Directions 
In this section, I offer four thoughts that need to be considered for future directions in the field 
of social work. Each discussion is something related to what I have discovered in my study, 
thus worth suggesting.  
Firstly, there is scant evidence of critical realist philosophy in the conduct of systematic 
literature review, specifically on dying studies by social workers. If the tradition of critical 
realism needs to be fully understood, most especially on the study of the social and cultural 
phenomenon, I suggest that critical realist philosophy should be continuously explored to 
comprehend the strengths and limitations of this tradition and further recommend how it can be 
improved.  
Secondly, in this study, there is no clear and concrete grounding regarding the nursing 
homes impact during the making of meaning by elderly dying people. As much as I attempted 
to rationalize, it lies yet beyond the boundary of this study to determine the extent of the roles 
of nursing homes in the meaning-making of the dying experiences. It is, therefore, suggested to 
further study and favorably conduct SLR to understand this issue on a broader scale, thus 
illuminating the varied reasons. 
Thirdly, as spirituality has been seen as important in this study, there is also a 
counteractive idea in relation to the meaning-making of dying elderly people in nursing homes. 
However, it is beyond the capacity of this study to investigate further the different ideas. I 
recommend that there is a need for reliable scientific research to illuminate the impact of 
spirituality among terminally ill elderly people. Furthermore, SLR must be done to acquire a 
wide range of scoping of ideas and perspectives across different setting and contexts. 
Lastly, terminally ill persons manifest the determination to make themselves better even 
when the course of death is irreversible. This idea thus further invites the practice of social 
work to investigate concepts of agentive power among elderly dying people. The way we 
understand elderly dying people in nursing homes requires a consideration, particularly from 
social workers, whose interest lies with those vulnerable persons in the environment. Along 
with reconsidering the agentive power of dying persons, I further recommend investigating the 
ethics involving the care of dying in the present time. I say present in order to accommodate 
the generated knowledge of SLR into the context of the present time. Specifically, the ethics of 
personal autonomy and power, since I argue that when considering the agentive power, it may 
pose a challenge to the judgment and decision making of healthcare professionals being 
perceived as healers and caregivers. With this in mind, social workers need to revisit the ideas 
of the medical hegemonic power and structural influences towards terminally ill persons in 
nursing homes and produce solid empirical scientific results that can give light on this issue. 
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7.5 My Personal Reflections in the Whole Journey 
As I attempt to seek and understand the experiences of dying expressed in literature it took me 
for a while to decipher what was really the essence of making sense the stories of Hank, Frances, 
and Mrs. Erickson. I have to admit that in discovering what I can learn was a task both daunting 
and challenging. If I had to describe it, it´s a twist and turn of mind puzzle. Psychologically it 
may seem. There were times that it was exhausting, and eventually, I was drained. Worst, I 
sometimes ended up with plain understanding without critical minding and discovering the 
emergence beyond the data that I am seeing. Determined not to give up, I summoned certain 
ethics that was important as I searched- the ethics of reflexivity. I came to realize that this 
reflexivity is a cornerstone ethics in which I am reminded of me to question and to hold an 
inquisitive position as I am in my scientific journey. Out of reflexivity, I even discovered that 
when I have to understand dying people, I must acknowledge my own mortality in order to 
grasp the essence of hidden meanings. In this way, I avoided creating the unseen demarcation 
between them and me. It does, indeed, require an equal footing to appreciate the discovering of 
meanings about dying experiences. It does not need to be “other” in order to understand dying, 
but it is an invitation to reflect and appreciate the experience as if it also talks about my future 
death. It does further ignite bravery and openness that in life amidst impending death there is 
so much to be appreciated, and there is still a life worth living for. Contrary to the old notion 
that dying is the pointing towards the eternal end, I realized that dying people can still recreate 
an image the way they are likely to be remembered, perhaps not of physically but on 
existentially, as a form of legacy for those who become their witnesses in the moments of their 
dying. Here, even though my means of knowing Hank, Frances, and Mrs. Erickson were only 
through texts and descriptions made by Kulas (2001) and Kang (2006), yet they once again 
immortalized through textual symbolism and descriptions. Through it, I had a glimpse of unique 
dying experiences and created an imagination through textual constructions as if I am present 
to them and they are present to me.  
 Finally, I realized that human agency among dying can be one of the core concerns in 
the practice of social work. Human agency, based on my study, reflects that a person always 
has the capacity “to do, to act upon and to re-story” (Guilfoyle, 2012: 14). What Hank, Frances, 
and Mrs. Erickson portrayals were genial human agentive powers that overturned the vindictive 
discourses of struggles and limitations assimilated to as being dying. They proved that although 
they are slightly influenced by structures and processes around them, yet they manifested the 
sense of control that reflects their self-determination thus shaping once again their being, 
identity, and meaning in life. Alas! To me, they were the unsung heroes that rise above against 
the intrusive distinctions of being dying. 
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Illustration 1:  The SPIDER Approach to Systematic Qualitative Literature Review 
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
  APPROACH  SPECIFICATIONS    
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 S: Sample Population  Terminally Ill 
 
 P of I: Phenomenon of Interest Dying as a Lived Experience 
 
 D:  Design   Interview, Focus Group, Case Study, Narratives, Observation Studies 
 
 E: Evaluated Outcomes  Making Meaning   
 R:  Research Type  Qualitative or Mixed Type  
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 
 
 
 
 
 
Illustration 2:  The Improved SPISDER Approach to Systematic Qualitative Literature Review 
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
  APPROACH   SPECIFICATIONS  ALTERNATIVE/ RECOGNIZED TERMS & DESCRIPTIONS 
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 S: Sample Population  Terminally Ill                     Dying, Moribund, Chronic Illness, Life-Limiting 
        Disease, =/> 65 years old, Have Years, Months, 
        Weeks, Days or Hours to Live and Conscious 
 
 P of I: Phenomenon of Interest Dying as a Lived Experience Refers to Lived Experience as a Terminally Ill 
 
 S: Setting   Nursing Home  Residential Care Home, Assisted Living Facilities 
        Home-for-the-Aged, Institutional Care Home, 
        Long-Term Care Setting, Elderly Home 
 
D:  Design   Interview, Focus Group,   
Case Study, Narratives,  
Observation Studies 
 
 E: Evaluated Outcomes  Making Meaning  Meaning Making, Meaning Searching, Meaning 
        Finding, Meaning Seeking, Making Sense   
 R:  Research Type  Qualitative or Mixed Type  
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 
 
 
 
 
 
Illustration 3:  The Combined Algorithms and Boolean Operators Used in Searching Literature 
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
COMBINATION  SPECIFICATIONS    
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
Algorithm # 1  terminally ill OR dying OR moribund AND (meaning* OR meaning making OR meaning searching OR meaning 
    finding OR meaning seeking) AND (nursing home OR elderly home OR home-for-the-aged OR retirement 
    home) 
 
 Algorithm #2  meaning* making AND dying AND experience 
 
 Algorithm #3  (meaning*making OR meaning searching) AND (dying OR terminally ill) 
 
 Algorithm #4  (terminally ill OR death) AND “meaning making” AND “experience” AND “nursing home” 
 
 Algorithm #5  “meaning making” AND “lived experience” AND (dying or terminally ill) 
 
 Algorithm #6  “meaning making” AND “dying experience” 
 
 Algorithm #7  “terminally ill” AND “meaning making” AND “lived experience” AND “nursing home” 
 
 Algorithm #8  [All terminally] AND [[All ill] OR [All dying]] AND [All “meaning making”] AND [All “experience”] 
 
 Algorithm #9  (terminally ill OR dying) AND “meaning making” AND “experience” 
 
 Algorithm #10  “meaning making” AND “lived experience” AND (terminally ill OR dying) AND “nursing home” 
 
 Algorithm #11  (terminally AND ill OR dying) AND “meaning making” AND “experience” 
 
 Algorithm #12  [All: terminally] AND [[All: ill] OR [All: dying]] AND [All: “meaning making”] AND [All: “experience”] 
    AND [All: “nursing home”] 
 
 Algorithm #13  (mean* OR meaning making OR meaning seeking OR meaning searching OR meaning finding) AND  
    (experience) AND (dying OR terminally ill) AND (nursing home) 
----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 
 
eaning-M king aking Meaning, Meaning Searching, Meaning 
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Appendix B 
SPIDER and SPISDER Formats, Algorithms, and Searching Operators  
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 o
n 
th
e 
Ef
fe
ct
ive
ne
ss
 o
f A
nt
ici
pa
to
ry
 G
rie
f T
he
ra
py
 fo
r E
ld
er
ly 
Fa
cin
g t
he
 E
nd
 o
f L
ife
 
 
 
 
 
RN
T 
 
 
Ex
clu
de
 
Ch
un
g,
 B
.P
.M
. e
t a
l. 
 
20
17
 
Be
yo
nd
 D
ea
th
 an
d 
Dy
in
g:
 H
ow
 C
hi
ne
se
 Sp
ou
se
s N
av
iga
te
 th
e 
Fin
al 
Da
ys
 w
ith
 T
he
ir 
Lo
ve
d 
On
es
 Su
ffe
rin
g f
ro
m
 T
er
m
in
al 
Ca
nc
er
.   
    
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Cl
ift
on
, S
.  
 
 
20
15
 
Th
eo
di
cit
y, 
Di
sa
bi
lit
y, 
an
d 
Fr
ag
ilit
y:
 A
n 
At
te
m
pt
 to
 Fi
nd
 M
ea
ni
ng
 in
 th
e 
Af
te
rm
at
h 
of
 Q
ua
dr
ip
le
gia
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Co
hl
er
, B
. 
 
 
19
91
 
Th
e 
Lif
e 
St
or
y a
nd
 th
e 
St
ud
y o
f R
es
ilie
nc
e 
an
d 
Re
sp
on
se
 to
 A
dv
er
sit
y 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Co
le
m
an
, N
. e
t a
l. 
 
20
11
 
Ps
yc
ho
-O
nc
ol
og
y B
es
t P
ra
ct
ice
 G
ui
de
lin
es
 an
d 
a S
er
vic
e 
Pe
rs
pe
ct
ive
: C
on
ce
pt
ua
liz
in
g t
he
 Fi
t a
nd
 T
ow
ar
ds
 B
rid
gin
g t
he
 G
ap
    
    
 
 
NM
M
 
 
 
Ex
clu
de
 
Co
st
el
lo
, J
. 
 
 
20
01
 
Nu
rs
in
g O
ld
er
 D
yin
g P
at
ie
nt
s: 
Fin
di
ng
s f
ro
m
 an
 E
th
no
gr
ap
hi
c S
tu
dy
 o
f D
ea
th
 an
d 
Dy
in
g i
n 
El
de
rly
 W
ar
ds
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Co
w
ar
d,
 D
. 
 
 
19
94
 
M
ea
ni
ng
 an
d 
Pu
rp
os
e 
in
 th
e 
Liv
es
 o
f P
er
so
ns
 w
ith
 A
ID
S 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Co
w
ar
d,
 D
. e
t a
l. 
 
20
05
 
Tr
an
sc
en
di
ng
 B
re
as
t C
an
ce
r: 
M
ak
in
g M
ea
ni
ng
 fr
om
 D
iag
no
sis
 an
d 
Tr
ea
tm
en
t 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
  
Co
yle
, N
.  
 
 
20
06
 
Th
e 
Ha
rd
 W
or
k o
f L
ivi
ng
 in
 th
e 
Fa
ce
 o
f D
ea
th
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Da
ale
m
an
, T
. &
 D
ob
bs
, D
. 
 
20
10
 
Re
lig
io
sit
y, 
Sp
iri
tu
ali
ty
, a
nd
 D
ea
th
 A
tti
tu
de
s i
n 
Ch
ro
ni
ca
lly
 Ill
 O
ld
er
 A
du
lts
 
 
 
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
Da
lm
id
a,
 S.
 e
t a
l. 
 
20
12
 
Th
e 
M
ea
ni
ng
 an
d 
Us
e 
of
 Sp
iri
tu
ali
ty
 A
m
on
g A
fri
ca
n 
Am
er
ica
n 
W
om
en
 Li
vin
g w
ith
 H
IV
/A
ID
S 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Dj
ivr
e,
 S.
 e
t a
l. 
 
20
09
 
Fiv
e 
Re
sid
en
ts
 Sp
ea
k:
 T
he
 M
ea
ni
ng
 o
f L
ivi
ng
 w
ith
 D
yin
g i
n 
a L
on
g-
Te
rm
 C
ar
e 
Ho
m
e 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Do
ch
er
ty
, D
. &
 M
cC
ol
l M
. A
. 
20
08
 
Ill
ne
ss
 St
or
ie
s  
 
 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Dr
ag
es
et
, J
. e
t a
l.  
 
20
17
 
Cr
uc
ial
 A
sp
ec
ts
 P
ro
m
ot
in
g M
ea
ni
ng
 an
d 
Pu
rp
os
e 
in
 Li
fe
: P
er
ce
pt
io
ns
 o
f N
ur
sin
g H
om
e 
Re
sid
en
ts
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
de
 G
uz
m
an
, A
. e
t a
l. 
 
20
09
 
Fil
ip
in
o 
El
de
rly
´s 
Se
ns
e 
of
 R
em
in
isc
en
ce
, L
ivi
ng
 D
isp
os
iti
on
s, 
an
d 
En
d-
of
-L
ife
 V
ie
w
s  
 
 
 
 
 
NT
I   
  
 
 
Ex
clu
de
  
de
 V
rie
s, 
B.
 e
t a
l. 
 
20
17
 
Th
e 
Re
lat
io
ns
hi
p 
Ti
m
el
in
e:
 A
 M
et
ho
d 
fo
r t
he
 St
ud
y o
f S
ha
re
d 
Liv
ed
 E
xp
er
ie
nc
es
 in
 R
el
at
io
na
l C
on
te
xt
s 
 
 
 
 
NT
I, 
NN
H 
 
 
 
Ex
clu
de
 
El
lin
gs
en
, S
.e
t a
l. 
 
20
15
 
Th
e 
Pe
nd
ul
um
 T
im
e 
of
 Li
fe
: T
he
 E
xp
er
ie
nc
e 
of
 T
im
e,
 W
he
n 
Liv
in
g w
ith
 Se
ve
re
 In
cu
ra
bl
e 
Di
se
as
e—
A 
Ph
en
om
en
ol
og
ica
l a
nd
 P
hi
lo
so
ph
ica
l S
tu
dy
    
 
 
NM
M
 
 
 
Ex
clu
de
 
El
lin
gs
en
, S
. e
t a
l. 
 
20
14
 
Be
in
g i
n 
Tr
an
sit
 an
d 
in
 T
ra
ns
iti
on
: T
he
 E
xp
er
ie
nc
e 
of
 T
im
e 
at
 th
e 
Pl
ac
e 
W
he
n 
Liv
in
g w
ith
 Se
ve
re
 In
cu
ra
bl
e 
Di
se
as
e-
 A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 
 
NM
M
 
 
 
Ex
clu
de
 
El
of
ss
on
, L
.C
. &
 O
hl
en
, J
. 
 
20
04
 
M
ea
ni
ng
s o
f B
ei
ng
 O
ld
 an
d 
Liv
in
g w
ith
 C
hr
on
ic 
Ob
st
ru
ct
ive
 P
ul
m
on
ar
y D
ise
as
e 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
 
En
gle
, V
. e
t a
l. 
 
20
15
 
Th
e 
Ex
pe
rie
nc
e 
of
 Li
vin
g-
Dy
in
g i
n 
a N
ur
sin
g H
om
e:
 Se
lf 
Re
po
rts
 o
f B
lac
k a
nd
 W
hi
te
 O
ld
er
 A
du
lts
. 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Fa
ng
, M
. e
t a
l. 
 
20
16
 
Cu
ltu
ra
lly
- S
en
sit
ive
 E
nd
 o
f L
ife
 C
ar
e 
Sc
op
in
g R
ev
ie
w
 
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
 
Fr
og
ga
tt,
 K
. e
t a
l. 
 
20
11
 
A 
Sy
st
em
 Li
fe
w
or
ld
 P
er
sp
ec
tiv
e 
on
 D
yin
g i
n 
Lo
ng
 T
er
m
 C
ar
e 
Se
tti
ng
s f
or
 O
ld
er
 P
eo
pl
e:
 C
on
te
st
ed
 St
at
es
 in
 C
on
te
st
ed
 P
lac
es
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
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 x 
Pa
ge
 2
 o
f 6
 
Fu
nk
, L
. e
t a
l.  
 
20
15
 
W
ha
t F
am
ily
 C
ar
eg
iv
er
s L
ea
rn
 W
he
n 
Pr
ov
id
in
g 
Ca
re
 a
t t
he
 E
nd
 o
f L
ife
: A
 Q
ua
lit
at
iv
e 
Se
co
nd
ar
y 
An
al
ys
is 
of
 M
ul
tip
le
 D
at
as
et
s  
   
  
 
 
NM
M
 
 
 
Ex
clu
de
 
Ga
lla
gh
er
, A
.   
 
20
08
 
A 
Pi
lo
t E
va
lu
at
io
n 
of
 th
e 
Ar
ts
 fo
r L
ife
 P
ro
je
ct
 in
 E
nd
-o
f-L
ife
 C
ar
e 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ga
m
lie
l, 
T.
 
 
 
20
03
 
Th
e 
M
ac
ab
re
 S
ty
le
: D
ea
th
 A
tt
itu
de
s o
f O
ld
-A
ge
 H
om
e 
Re
sid
en
ts
 in
 Is
ra
el
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ga
rn
et
t, 
M
. 
 
 
20
03
 
Su
st
ai
ni
ng
 th
e 
Co
co
on
: T
he
 E
m
ot
io
na
l I
no
cu
la
tio
n 
Pr
od
uc
ed
 b
y 
Co
m
pl
em
en
ta
ry
 T
he
ra
pi
es
 in
 P
al
lia
tiv
e 
Ca
re
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ge
rd
ne
r, 
L.
 e
t a
l. 
 
20
07
 
Th
e 
Ci
rc
le
 o
f L
ife
: E
nd
-o
f-L
ife
 C
ar
e 
an
d 
De
at
h 
Ri
tu
al
s A
m
on
g 
Hm
on
g-
Am
er
ica
n 
El
de
rs
. 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ge
ni
us
, S
. &
 B
ro
ns
te
in
, J
. 
 
20
16
 
Lo
ok
in
g 
fo
r “
No
rm
al
”:
 S
en
se
 M
ak
in
g 
in
 th
e 
Co
nt
ex
t o
f H
ea
lth
 D
isr
up
tio
n 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Go
ld
st
ee
n,
 A
. e
t a
l. 
 
20
06
 
W
ha
t i
s a
 G
oo
d 
De
at
h?
 T
er
m
in
al
ly
 Il
l P
at
ie
nt
s D
ea
lin
g 
w
ith
 N
or
m
at
iv
e 
Ex
pe
ct
at
io
ns
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
 
Go
ra
ns
on
, A
. e
t a
l. 
 
20
17
 
Dy
in
g 
is 
Un
ex
pe
ct
ed
ly
 P
os
iti
ve
 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Gu
er
re
ro
-T
or
el
le
s, 
M
. e
t a
l.  
20
17
 
Un
de
rs
ta
nd
in
g 
M
ea
ni
ng
 in
 Li
fe
 In
te
rv
en
tio
ns
 in
 P
at
ie
nt
s w
ith
 A
dv
an
ce
d 
Di
se
as
e:
 A
 S
ys
te
m
at
ic 
Re
vi
ew
 a
nd
 R
ea
lis
t S
yn
th
es
is  
 
 
NN
H 
 
 
Ex
clu
de
 
Gr
af
fig
na
, G
. e
t a
l. 
 
20
17
 
Re
co
ve
rin
g 
fro
m
 C
hr
on
ic 
M
ye
lo
id
 Le
uk
em
ia
: T
he
 P
at
ie
nt
´s
 P
er
sp
ec
tiv
e 
Se
en
 T
hr
ou
gh
 th
e 
Le
ns
 o
f N
ar
ra
tiv
e 
M
ed
ici
ne
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Gr
ew
e,
 F
.  
 
 
20
17
 
Th
e 
So
ul
´s
 Le
ga
cy
: A
 P
ro
gr
am
 D
es
ig
ne
d 
to
 H
el
p 
Pr
ep
ar
e 
Se
ni
or
 A
du
lts
 C
op
e 
w
ith
 E
nd
-o
f-L
ife
 E
xis
te
nt
ia
l D
ist
re
ss
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Gr
ue
ne
w
al
d,
 D
. &
 W
hi
te
, E
. 
20
06
 
Th
e 
Ill
ne
ss
 E
xp
er
ie
nc
e 
of
 O
ld
er
 A
du
lts
 N
ea
r t
he
 E
nd
 o
f L
ife
: A
 S
ys
te
m
at
ic 
Re
vi
ew
 
 
 
 
 
 
 
CR
 
 
 
Ex
clu
de
 
Ha
ck
, T
. e
t a
l.  
  
20
10
 
Le
ar
ni
ng
 fr
om
 D
yi
ng
 P
at
ie
nt
s D
ur
in
g 
Th
ei
r F
in
al
 D
ay
s: 
Lif
e 
Re
fle
ct
io
ns
 G
le
an
ed
 fr
om
 D
ig
ni
ty
 T
he
ra
py
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ha
lld
or
sd
ot
tir
, S
. &
 H
am
rin
, E
.  
19
96
 
Ex
pe
rie
nc
in
g 
Ex
ist
en
tia
l C
ha
ng
es
: T
he
 Li
ve
d 
Ex
pe
rie
nc
e 
of
 H
av
in
g 
Ca
nc
er
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ha
ns
on
, L
. e
t a
l. 
 
20
04
 
As
 In
di
vi
du
al
 a
s D
ea
th
 It
se
lf:
 A
 F
oc
us
 G
ro
up
 o
f T
er
m
in
al
 C
ar
e 
in
 N
ur
sin
g 
Ho
m
es
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
 
Ha
rr
is,
 H
. 
 
 
20
08
 
Gr
ow
in
g 
W
hi
le
 G
oi
ng
: S
pi
rit
ua
l F
or
m
at
io
n 
at
 th
e 
En
d 
of
 Li
fe
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ha
rr
op
, E
. e
t a
l. 
 
20
17
 
M
an
ag
in
g,
 M
ak
in
g 
Se
ns
e 
of
 a
nd
 F
in
di
ng
 M
ea
ni
ng
 in
 A
dv
an
ce
d 
Ill
ne
ss
: 
 
 
 
 
A 
Q
ua
lit
at
iv
e 
Ex
pl
or
at
io
n 
of
 th
e 
Co
pi
ng
 a
nd
 W
el
lb
ei
ng
 E
xp
er
ie
nc
es
 o
f P
at
ie
nt
s w
ith
 Lu
ng
 C
an
ce
r 
 
 
 
 
RN
T 
 
 
Ex
clu
de
 
Ha
ug
, S
. e
t a
l.  
 
20
15
 
Ho
w
 O
ld
er
 P
eo
pl
e 
w
ith
 In
cu
ra
bl
e 
Ca
nc
er
 E
xp
er
ie
nc
e 
Da
ily
 Li
vi
ng
: A
 Q
ua
lit
at
iv
e 
St
ud
y 
fro
m
 N
or
w
ay
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
He
nn
in
gs
, J
. &
 F
ro
gg
at
t, 
K.
  
20
16
 
Th
e 
Ex
pe
rie
nc
es
 o
f F
am
ily
 C
ar
eg
iv
er
s o
f P
eo
pl
e 
w
ith
 A
dv
an
ce
d 
De
m
en
tia
 Li
vi
ng
 in
 N
ur
sin
g 
Ho
m
es
; a
 S
pe
cif
ic 
Fo
cu
s o
n 
Sp
ou
se
s: 
A 
Na
rr
at
iv
e 
Lit
er
at
ur
e 
Re
vi
ew
 
NM
M
 
 
 
Ex
clu
de
 
He
pw
or
th
, M
.  
 
20
05
 
Ag
in
g 
Bo
di
es
: I
m
ag
es
 a
nd
 E
ve
ry
da
y 
Ex
pe
rie
nc
e 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Hi
sh
am
 H
as
hi
m
, H
. e
t a
l. 
 
20
13
 
A 
Jo
ur
ne
y 
fro
m
 th
e 
Kn
ow
n 
to
 th
e 
Un
kn
ow
n:
 A
 Q
ua
lit
at
iv
e 
St
ud
y 
Ap
pr
oa
ch
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ho
, A
. e
t a
l. 
 
 
20
13
 
Liv
in
g 
an
d 
Dy
in
g 
w
ith
 D
ig
ni
ty
 in
 C
hi
ne
se
 S
oc
ie
ty
: P
er
sp
ec
tiv
es
 o
f O
ld
er
 P
al
lia
tiv
e 
Ca
re
 P
at
ie
nt
s i
n 
Ho
ng
 K
on
g 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ho
, A
. e
t a
l. 
  
 
20
16
 
Di
gn
ifi
ed
 P
al
lia
tiv
e 
Lo
ng
-T
er
m
 C
ar
e:
 A
n 
In
te
rp
re
tiv
e 
Sy
st
em
ic 
Fr
am
ew
or
k 
of
 E
nd
-o
f-L
ife
 In
te
gr
at
ed
 C
ar
e 
Pa
th
w
ay
 fo
r T
er
m
in
al
ly
 Il
l C
hi
ne
se
 O
ld
er
 A
du
lts
. 
NM
M
 
 
 
Ex
clu
de
 
Ho
ld
, J
. e
t a
l. 
 
 
20
17
 
Op
en
in
g 
Lif
e´
s G
ift
s: 
Fa
cin
g 
De
at
h 
fo
r a
 S
ec
on
d 
Ti
m
e 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ho
lst
ei
n,
 M
. 
 
 
19
97
 
Re
fle
ct
io
ns
 o
n 
De
at
h 
an
d 
Dy
in
g 
 
 
 
 
 
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
Ho
ss
ai
n;
 M
S.
 &
 G
ilb
er
t, 
P.
 
 
20
10
 
Co
nc
ep
ts
 o
f D
ea
th
: A
 K
ey
 to
 O
ur
 A
dj
us
tm
en
t 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Hu
gh
es
, C
. R
. e
t a
l. 
 
20
14
 
Cu
ltu
ra
l M
ea
ni
ng
-M
ak
in
g 
in
 th
e 
Jo
ur
ne
y 
fro
m
 D
ia
gn
os
es
 to
 E
nd
 o
f L
ife
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Hu
nt
er
, E
. 
 
 
20
08
 
Th
e 
Le
ga
cy
 o
f C
an
ce
r: 
Th
e 
Im
po
rt
an
ce
 o
f P
as
sin
g 
Be
lie
fs
, V
al
ue
s &
 P
os
iti
ve
 H
ea
lth
 B
eh
av
io
rs
 fo
r W
om
en
 w
ith
 C
an
ce
r. 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Hö
ök
, K
. 
 
 
20
09
 
Af
fe
ct
iv
e 
Lo
op
 E
xp
er
ie
nc
es
: D
es
ig
ni
ng
 fo
r I
nt
er
ac
tio
na
l E
m
bo
di
m
en
t  
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Iro
ns
id
e,
 P
. e
t a
l 
 
20
03
 
Ex
pe
rie
nc
in
g 
Ch
ro
ni
c I
lln
es
s: 
Co
-c
re
at
in
g 
Ne
w
 U
nd
er
st
an
di
ng
s 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Jo
ne
s, 
K.
 
 
  
20
05
 
Di
ve
rs
iti
es
 in
 A
pp
ro
ac
h 
to
 E
nd
-o
f-L
ife
: A
 R
ev
ie
w
 fr
om
 B
rit
ai
n 
of
 th
e 
Q
ua
lit
at
iv
e 
Re
vi
ew
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Jo
ne
s, 
S.
A.
 
 
 
19
93
 
Pe
rs
on
al
 U
ni
ty
 in
 D
yi
ng
: A
lte
rn
at
iv
e 
Co
nc
ep
tio
ns
 o
f t
he
 M
ea
ni
ng
 o
f H
ea
lth
. 
 
 
 
 
 
 
CR
 
 
 
Ex
clu
de
 
Ka
ng
, S
. 
 
 
20
06
 
Te
nd
in
g 
th
e 
So
ul
 o
f T
er
m
in
al
ly
 Il
l 
 
 
 
 
 
 
 
 
 
AI
CP
 
 
 
IN
CL
UD
E 
Ka
ys
er
-Jo
ne
s, 
J 
 
20
02
 
Th
e 
Ex
pe
rie
nc
e 
of
 D
yi
ng
: A
n 
Et
hn
og
ra
ph
ic 
Nu
rs
in
g 
Ho
m
e 
St
ud
y 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ke
al
l, 
R.
 e
t a
l.  
 
20
11
  
Di
sc
us
sin
g 
Lif
e 
St
or
y,
 F
or
gi
ve
ne
ss
, H
er
ita
ge
, a
nd
 Le
ga
cy
 w
ith
 P
at
ie
nt
s  
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ke
al
l, 
R.
 e
t a
l. 
 
 
20
15
 
Th
er
ap
eu
tic
 Li
fe
 R
ev
ie
w
 in
 P
al
lia
tiv
e 
Ca
re
: A
 S
ys
te
m
at
ic 
Re
vi
ew
 o
f Q
ua
nt
ita
tiv
e 
Ev
al
ua
tio
ns
   
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ke
lle
he
ar
, A
.  
 
20
08
 
Dy
in
g 
as
 a
 S
oc
ia
l R
el
at
io
ns
hi
p:
 A
 S
oc
io
lo
gi
ca
l R
ev
ie
w
 o
f D
eb
at
es
 o
n 
th
e 
De
te
rm
in
at
io
n 
of
 D
ea
th
  
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
Ke
nn
y,
 K
. e
t a
l. 
 
20
17
 
Te
rm
in
al
 A
nt
ici
pa
tio
n:
 E
nt
an
gl
em
en
ts
 o
f A
ffe
ct
 a
nd
 T
em
po
ra
lit
y 
in
 Li
vi
ng
 w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ki
m
bl
e,
 M
. A
.  
 
19
90
  
Ag
in
g 
an
d 
th
e 
Se
ar
ch
 fo
r M
ea
ni
ng
. 
 
 
 
 
 
 
 
 
 
NM
M
P,
 N
TI
 
 
 
Ex
clu
de
 
Kn
ox
, M
. e
t a
l. 
 
20
17
 
Lo
st
 a
nd
 S
tr
an
de
d:
 T
he
 E
xp
er
ie
nc
e 
of
 Y
ou
ng
er
 A
du
lts
 w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
 
 
 
 
NN
H,
 <
65
 
 
 
Ex
clu
de
 
Ko
ut
ri,
 I.
 &
 A
vd
i, 
E.
  
 
20
16
 
Th
e 
Su
sp
en
de
d 
Se
lf:
 Li
m
in
al
ity
 in
 B
re
as
t C
an
ce
r N
ar
ra
tiv
es
 a
nd
 Im
pl
ica
tio
ns
 fo
r C
ou
ns
el
lin
g 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ku
tn
er
, J
. e
t a
l. 
 
20
09
 
Be
re
av
em
en
t: 
Ad
dr
es
sin
g 
Ch
al
le
ng
es
 F
ac
ed
 b
y 
Ad
va
nc
ed
 C
an
ce
r P
at
ie
nt
s, 
Th
ei
r C
ar
eg
iv
er
s, 
an
d 
th
ei
r P
hy
sic
ia
ns
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Kv
ål
e,
 K
. &
 S
yn
ne
s, 
O.
 
 
20
17
 
Liv
in
g 
w
ith
 Li
fe
-P
ro
lo
ng
in
g 
Ch
em
ot
he
ra
py
- C
on
tr
ol
 a
nd
 M
ea
ni
ng
 M
ak
in
g 
in
 th
e 
Te
ns
io
n 
Be
tw
ee
n 
Lif
e 
an
d 
De
at
h 
   
 
 
 
NN
H 
 
 
Ex
clu
de
 
La
rs
on
, D
.G
. 
 
 
20
05
 
Be
ck
y´
s L
eg
ac
y:
 M
or
e 
Le
ss
on
s 
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
La
w
re
nc
e,
 M
. &
 R
ep
ed
e,
 E
.  
20
12
 
Th
e 
In
cid
en
ce
 o
f D
ea
th
be
d 
Co
m
m
un
ica
tio
ns
 a
nd
 T
he
ir 
Im
pa
ct
 o
n 
th
e 
Dy
in
g 
Pr
oc
es
s 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Le
al
, I
. e
t a
l. 
  
 
20
18
 
In
te
rc
on
ne
ct
io
n:
 A
 Q
ua
lit
at
iv
e 
An
al
ys
is 
of
 A
dj
us
tin
g 
to
 Li
vi
ng
 w
ith
 R
en
al
 C
el
l C
ar
cin
om
a 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Le
e,
 V
. e
t a
l. 
 
 
20
06
 
M
ea
ni
ng
-M
ak
in
g 
In
te
rv
en
tio
n 
Du
rin
g 
Br
ea
st
 o
r C
ol
or
ec
ta
l C
an
ce
r T
re
at
m
en
t I
m
pr
ov
es
 S
el
f-E
st
ee
m
, O
pt
im
ism
, a
nd
 S
el
f-E
ffi
ca
cy
 
 
 
NN
H 
 
 
Ex
clu
de
 
Le
e,
 V
. &
 Lo
ise
lle
, C
.G
. 
 
20
12
 
Th
e 
Sa
lie
nc
e 
of
 E
xis
te
nt
ia
l C
on
ce
rn
s A
cr
os
s t
he
 C
an
ce
r C
on
tr
ol
 C
on
tin
uu
m
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Le
un
g,
 P
. 
 
 
20
10
 
Au
to
bi
og
ra
ph
ica
l T
im
el
in
e:
 A
 N
ar
ra
tiv
e 
an
d 
Lif
e 
St
or
y 
Ap
pr
oa
ch
 in
 U
nd
er
st
an
di
ng
 M
ea
ni
ng
 -M
ak
in
g 
in
 C
an
ce
r P
at
ie
nt
s 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Lia
m
pu
tt
on
g,
 P
. e
t a
l. 
 
 
20
12
 
Liv
in
g 
Po
sit
iv
el
y:
 T
he
 E
xp
er
ie
nc
e 
of
 T
ha
i W
om
en
 Li
vi
ng
 w
ith
 H
IV
/A
ID
S 
in
 C
en
tr
al
 T
ha
ila
nd
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Li,
 Y
. e
t a
l. 
 
 
 
20
15
 
Po
st
tr
au
m
at
ic 
Gr
ow
th
 a
nd
 D
em
or
al
iza
tio
n 
Af
te
r C
an
ce
r: 
Th
e 
Ef
fe
ct
s o
f P
at
ie
nt
s´
 M
ea
ni
ng
-M
ak
in
g 
 
 
 
 
Q
N 
 
 
Ex
clu
de
 
Lin
, H
. 
 
 
20
08
 
Se
ar
ch
in
g 
fo
r M
ea
ni
ng
: N
ar
ra
tiv
es
 a
nd
 A
na
ly
sis
 o
f U
S-
Re
sid
en
t C
hi
ne
se
 Im
m
ig
ra
nt
s w
ith
 M
et
as
ta
tic
 C
an
ce
r  
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Lit
, S
.W
. 
 
 
20
15
 
Di
al
ec
tic
s a
nd
 T
ra
ns
fo
rm
at
io
ns
 in
 Li
m
in
al
ity
: T
he
 U
se
 o
f N
ar
ra
tiv
e 
Th
er
ap
y 
Gr
ou
ps
 w
ith
 T
er
m
in
al
 C
an
ce
r P
at
ie
nt
s i
n 
Ho
ng
 K
on
g 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ly
nn
, J
. e
t a
l. 
  
 
19
97
 
Pe
rc
ep
tio
ns
 b
y 
Fa
m
ily
 M
em
be
rs
 o
f t
he
 D
yi
ng
 E
xp
er
ie
nc
e 
of
 O
ld
er
 a
nd
 S
er
io
us
ly
 Il
l P
at
ie
nt
s. 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
la
 C
ou
r, 
K.
et
 a
l. 
 
20
04
 
Cr
ea
tin
g 
Co
nn
ec
tio
ns
 to
 Li
fe
 D
ur
in
g 
Lif
e-
Th
re
at
en
in
g 
Ill
ne
ss
: C
re
at
iv
e 
Ac
tiv
ity
 E
xp
er
ie
nc
ed
 b
y 
El
de
rly
 P
eo
pl
e 
an
d 
Oc
cu
pa
tio
na
l T
he
ra
pi
st
s 
 
NM
M
 
 
 
Ex
clu
de
 
la
 C
ou
r, 
K.
 e
t a
l. 
 
20
09
 
Ac
tiv
ity
 a
nd
 M
ea
ni
ng
 M
ak
in
g 
in
 th
e 
Ev
er
yd
ay
 Li
ve
s o
f P
eo
pl
e 
w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
la
 C
ou
r, 
K.
 &
 H
an
se
n,
 H
.P
. 
 
20
13
 
Ae
st
he
tic
 E
ng
ag
em
en
ts
: “
Be
in
g”
 in
 E
ve
ry
da
y 
Lif
e 
w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
ac
ka
y,
 M
.M
. &
 B
lu
ck
, S
. 
 
20
10
 
M
ea
ni
ng
-M
ak
in
g 
in
 M
em
or
ie
s: 
A 
Co
m
pa
ris
on
 o
f M
em
or
ie
s D
ea
th
 R
el
at
ed
 a
nd
 Lo
w
 P
oi
nt
 Li
fe
 E
xp
er
ie
nc
es
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xi 
Pa
ge
 3
 o
f 6
 
M
ad
se
n,
 R
. &
 U
hr
en
fe
ld
t, 
L.
 
20
14
 
Pa
lli
at
iv
e 
Pa
tie
nt
s’ 
an
d 
Th
ei
r S
ig
ni
fic
an
ce
 O
th
er
s’ 
Ex
pe
rie
nc
es
 o
f T
ra
ns
iti
on
s C
on
ce
rn
in
g 
Or
ga
ni
za
tio
na
l, 
Ps
yc
ho
lo
gi
ca
l a
nd
 E
xis
te
nt
ia
l  
 
 
 
 
 
 
Iss
ue
s D
ur
in
g 
th
e 
Co
ur
se
 o
f I
nc
ur
ab
le
 C
an
ce
r: 
A 
Sy
st
em
at
ic 
Re
vi
ew
 P
ro
to
co
l 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
am
o,
 L.
 
 
 
20
08
 
De
at
h 
an
d 
Dy
in
g:
 C
on
flu
en
ce
s o
f E
m
ot
io
n 
an
d 
Aw
ar
en
es
s 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
an
ni
ng
, L
. 
 
 
20
14
 
En
du
rin
g 
as
 Li
ve
d 
Ex
pe
rie
nc
e:
 E
xp
lo
rin
g 
th
e 
Es
se
nc
e 
of
 S
pi
rit
ua
l R
es
ili
en
ce
 fo
r W
om
en
 in
 La
te
 Li
fe
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
M
ar
tin
o,
 e
t a
l. 
 
20
16
 
Th
e 
W
ou
nd
 o
f t
he
 B
or
de
r: 
Th
e 
Lim
in
al
ity
 C
on
di
tio
n 
of
 th
e 
Bo
dy
 a
nd
 P
sy
ch
e 
 
 
 
 
 
 
 
NE
 
 
 
Ex
clu
de
 
M
ar
tin
o,
 M
.L
. &
 F
re
da
, M
.F
. 
20
16
 
M
ea
ni
ng
-M
ak
in
g 
Pr
oc
es
s R
el
at
ed
 to
 T
em
po
ra
lit
y 
Du
rin
g 
Br
ea
st
 C
an
ce
r T
ra
um
at
ic 
Ex
pe
rie
nc
e:
 T
he
 C
lin
ica
l U
se
 o
f N
ar
ra
tiv
e 
to
 P
ro
m
ot
e 
a 
Ne
w
 C
on
tin
ui
ty
 o
f L
ife
. 
NN
H 
 
 
Ex
clu
de
 
M
ay
er
, S
.  
 
 
19
89
  
W
ho
lly
 Li
fe
: A
 N
ew
 P
er
sp
ec
tiv
e 
on
 D
ea
th
  
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
cC
or
m
ick
, T
. R
., 
&
 C
on
le
y,
 B
. J
.  
19
95
 
Pa
tie
nt
s’ 
Pe
rs
pe
ct
iv
es
 o
n 
Dy
in
g 
an
d 
on
 th
e 
Ca
re
 o
f D
yi
ng
 P
at
ie
nt
s. 
 
   
   
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
el
ch
or
-B
ea
up
re
, R
. 
 
20
10
 
Gi
vi
ng
 V
oi
ce
 a
nd
 C
ho
ice
 to
 C
hi
ld
re
n 
at
 th
e 
En
d-
of
-L
ife
: A
n 
Ex
pl
or
at
io
n 
of
 M
ea
ni
ng
 a
nd
 Le
ga
cy
 in
 P
ed
ia
tr
ic 
Pa
lli
at
iv
e 
Ca
re
   
   
   
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
M
en
zf
el
d,
 M
.  
 
20
17
 
Cu
ltu
ra
l M
od
el
s o
f D
yi
ng
 
 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
en
zf
el
d,
 M
.  
 
20
16
 
W
he
n 
th
e 
Dy
in
g 
Do
 N
ot
 F
ee
l T
ab
oo
ed
: P
er
sp
ec
tiv
es
 o
f t
he
 T
er
m
in
al
ly
 Il
l i
n 
W
es
te
rn
 G
er
m
an
y 
 
 
 
 
 
RN
T 
 
 
Ex
clu
de
 
M
es
qu
ita
, A
.C
. e
t a
l. 
 
20
17
 
Sp
iri
tu
al
 N
ee
ds
 o
f P
at
ie
nt
s w
ith
 C
an
ce
r i
n 
Pa
lli
at
iv
e 
Ca
re
: A
n 
In
te
gr
at
iv
e 
Re
vi
ew
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
M
itc
he
ll,
 G
. 
 
 
19
90
 
Th
e 
Liv
ed
 E
xp
er
ie
nc
e 
of
 T
ak
in
g 
Lif
e 
Da
y-
by
-D
ay
 in
 La
te
r L
ife
: R
es
ea
rc
h 
Gu
id
ed
 b
y 
Pa
rs
e´
s E
m
er
ge
nt
 M
et
ho
d 
 
 
 
 
CR
 
 
 
Ex
clu
de
 
M
or
em
en
, R
.  
 
20
05
 
W
ha
t i
s t
he
 M
ea
ni
ng
 o
f L
ife
? 
W
om
en
´s
 S
pi
rit
ua
lit
y 
at
 th
e 
En
d 
of
 Li
fe
 S
pa
n.
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
or
en
o,
 P
. &
 S
ta
nt
on
, A
. 
 
20
13
 
Pe
rs
on
al
 G
ro
w
th
 D
ur
in
g 
th
e 
Ex
pe
rie
nc
e 
of
 A
dv
an
ce
d 
Ca
nc
er
:  
A 
Sy
st
em
at
ic 
Lit
er
at
ur
e 
Re
vi
ew
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
No
bl
e,
 A
. &
 Jo
ne
s, 
C.
 
 
20
05
 
Be
ne
fit
s o
f N
ar
ra
tiv
e 
Th
er
ap
y:
 H
ol
ist
ic 
In
te
rv
en
tio
ns
 a
t t
he
 E
nd
-o
f-L
ife
. 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Og
le
, K
. &
 H
op
pe
r, 
K.
 
 
20
05
 
En
d-
of
-L
ife
 C
ar
e 
fo
r O
ld
er
 A
du
lts
 
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Oh
ns
or
ge
, K
. e
t a
l. 
 
20
14
 
W
ha
t A
 W
ish
 to
 D
ie
 C
an
 M
ea
n:
 R
ea
so
ns
, M
ea
ni
ng
s, 
an
d 
Fu
nc
tio
ns
 o
f W
ish
es
 to
 D
ie
, R
ep
or
te
d 
fro
m
 3
0 
Q
ua
lit
at
iv
e 
Ca
se
 S
tu
di
es
 o
f T
er
m
in
al
ly
  
 
NN
H 
 
 
Ex
clu
de
 
Pa
rk
, C
. e
t a
l. 
 
 
20
08
 
M
ea
ni
ng
 M
ak
in
g 
an
d 
Ps
yc
ho
lo
gi
ca
l A
dj
us
tm
en
t F
ol
lo
w
in
g 
Ca
nc
er
: T
he
 M
ed
ia
tin
g 
Ro
le
s o
f G
ro
w
th
, L
ife
 M
ea
ni
ng
, a
nd
 R
es
to
re
d 
Ju
st
-W
or
ld
 B
el
ie
fs
. 
 
NN
H 
 
 
Ex
clu
de
 
Pe
de
rs
on
, S
N.
 
 
20
13
 
To
 B
e 
W
el
co
m
e:
 A
 C
al
l f
or
 N
ar
ra
tiv
e 
In
te
rv
ie
w
in
g 
M
et
ho
ds
 in
 Il
ln
es
s C
on
te
xt
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Pe
op
le
s, 
H.
 e
t a
l. 
 
20
17
 
M
an
ag
in
g 
Oc
cu
pa
tio
ns
 in
 E
ve
ry
da
y 
Lif
e 
fo
r P
eo
pl
e 
w
ith
 A
dv
an
ce
d 
Ca
nc
er
 Li
vi
ng
 a
t H
om
e 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Pi
zz
o,
 P
. 
 
 
20
16
 
Th
ou
gh
ts
 A
bo
ut
 D
yi
ng
 in
 A
m
er
ica
: E
nh
an
cin
g 
th
e 
Im
pa
ct
 o
f O
ne
´s
 Li
fe
 Jo
ur
ne
y 
an
d 
Le
ga
cy
 b
y 
Al
so
 P
la
nn
in
g 
fo
r t
he
 E
nd
 o
f L
ife
. 
 
 
NM
M
 
 
 
Ex
clu
de
 
Po
ls,
 J.
 e
t a
l. 
 
 
20
17
  
Th
e 
Pa
rt
icu
la
rit
y 
of
 D
ig
ni
ty
: R
el
at
io
na
l E
ng
ag
em
en
t i
n 
Ca
re
 a
t t
he
 E
nd
 o
f L
ife
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Po
pp
ito
, S
. e
t a
l. 
 
20
09
 
Th
er
ap
eu
tic
 B
rid
ge
s t
o 
M
ea
ni
ng
: A
n 
Ex
ist
en
tia
l Q
ua
lit
at
iv
e 
An
al
ys
is 
of
 th
e 
Co
-C
re
at
io
n 
of
 M
ea
ni
ng
 in
 In
di
vi
du
al
 M
ea
ni
ng
-C
en
te
re
d 
Ps
yc
ho
th
er
ap
y 
 
CR
 
 
 
Ex
clu
de
 
Pr
et
or
iu
s, 
H.
G.
 e
t a
l.,
 
 
20
05
 
M
ea
ni
ng
-m
ak
in
g 
of
 a
 G
ro
up
 o
f S
ou
th
 A
fri
ca
ns
 in
 th
e 
Ex
pe
rie
nc
e 
of
 Li
vi
ng
 w
ith
 H
IV
: A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ra
m
os
, K
. 
 
 
20
16
 
Ps
yc
ho
so
cia
l H
ea
lth
 o
f O
ld
er
 A
du
lts
 w
ith
 C
an
ce
r: 
Cl
in
ica
l I
nt
er
ve
nt
io
ns
 P
ro
m
ot
in
g 
M
ea
ni
ng
 a
nd
 V
al
ue
-D
riv
en
 B
eh
av
io
r 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Re
dh
ou
se
, R
.  
 
20
15
 
Lif
e-
St
or
y;
 M
ea
ni
ng
 M
ak
in
g 
Th
ro
ug
h 
Dr
am
at
he
ra
py
 in
 a
 P
al
lia
tiv
e 
Ca
re
 C
on
te
xt
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ro
dr
ig
ue
z-
Pr
at
, A
. e
t a
l. 
 
20
17
 
Un
de
rs
ta
nd
in
g 
Pa
tie
nt
s’ 
Ex
pe
rie
nc
es
 o
f t
he
 W
ish
 to
 H
as
te
n 
De
at
h:
 A
n 
Up
da
te
d 
an
d 
Ex
pa
nd
ed
 S
ys
te
m
at
ic 
Re
vi
ew
 a
nd
 M
et
a-
Et
hn
og
ra
ph
y 
 
NM
M
 
 
 
Ex
clu
de
 
Ro
m
an
of
f, 
B.
 &
 T
ho
m
ps
on
, B
.  
20
06
 
M
ea
ni
ng
 C
on
st
ru
ct
io
n 
in
 P
al
lia
tiv
e 
Ca
re
: T
he
 U
se
 o
f N
ar
ra
tiv
e,
 R
itu
al
, a
nd
 th
e 
Ex
pr
es
siv
e 
Ar
ts
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ro
m
o,
 R
. e
t a
l. 
 
20
17
 
Se
ns
e 
of
 C
on
tr
ol
 in
 E
nd
-o
f-L
ife
 D
ec
isi
on
 M
ak
in
g 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ru
ijs
, C
. e
t a
l.  
 
20
13
 
Sy
m
pt
om
s, 
Un
be
ar
ab
ili
ty
 a
nd
 th
e 
Na
tu
re
 o
f S
uf
fe
rin
g 
in
 T
er
m
in
al
 C
an
ce
r P
at
ie
nt
s D
yi
ng
 a
t H
om
e:
 A
 P
ro
sp
ec
tiv
e 
Pr
im
ar
y 
Ca
re
 S
tu
dy
 
 
 
NN
H 
 
 
Ex
clu
de
 
Sa
nd
er
s, 
S.
 &
 S
w
ai
ls,
 P
. 
 
20
11
 
A 
Q
ue
st
 fo
r M
ea
ni
ng
: H
os
pi
ce
 S
oc
ia
l W
or
ke
rs
 a
nd
 P
at
ie
nt
s w
ith
 E
nd
 S
ta
ge
 D
em
en
tia
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Sc
hw
ar
z, 
J. 
&
 C
oy
le
, N
. 
 
20
06
 
Ca
n 
W
e 
Kn
ow
 W
ha
t T
er
ri 
Sc
hi
av
o 
W
ou
ld
 H
av
e 
W
an
te
d?
 
 
 
 
 
 
 
 
NN
H,
 <
65
 
 
 
Ex
clu
de
 
Se
eb
er
, J
. 
 
 
20
01
 
M
ea
ni
ng
 in
 Lo
ng
 T
er
m
 C
ar
e 
Se
tt
in
gs
: V
ict
or
 F
ra
nk
l´s
 C
on
tr
ib
ut
io
n 
to
 G
er
on
to
lo
gy
  
 
 
 
 
 
NM
M
P,
 N
TI
  
 
 
Ex
clu
de
 
Sh
in
, J
. 
 
 
20
15
 
De
cli
ni
ng
 B
od
y,
 In
st
itu
tio
na
l L
ife
, a
nd
 M
ak
in
g 
Ho
m
e 
– 
Ar
e 
Th
ey
 a
t O
dd
s?
 T
he
 Li
ve
d 
Ex
pe
rie
nc
es
 o
f M
ov
in
g 
Th
ro
ug
h 
St
ag
ed
 C
ar
e 
in
 Lo
ng
-T
er
m
 C
ar
e 
Se
tt
in
gs
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Sh
er
m
an
, E
. &
 W
eb
b,
 T
. A
.   
19
94
  
Th
e 
Se
lf 
as
 P
ro
ce
ss
 in
 La
te
-L
ife
 R
em
in
isc
en
ce
: S
pi
rit
ua
l A
tt
rib
ut
es
. 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Sk
ag
gs
, B
. &
 B
ar
ro
n,
 C
.  
 
20
06
 
Se
ar
ch
in
g 
fo
r M
ea
ni
ng
 in
 N
eg
at
iv
e 
Ev
en
ts
: C
on
ce
pt
 A
na
ly
sis
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Sk
ill
be
ck
, J
. e
t a
l. 
 
20
17
 
M
ak
in
g 
Se
ns
e 
of
 F
ra
ilt
y:
 A
n 
Et
hn
og
ra
ph
ic 
St
ud
y 
of
 th
e 
Ex
pe
rie
nc
e 
of
 O
ld
er
 P
eo
pl
e 
Liv
in
g 
Co
m
pl
ex
 H
ea
lth
 P
ro
bl
em
s 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Sl
oa
n,
 D
.H
. e
t a
l. 
 
20
17
 
Th
e 
In
flu
en
ce
 o
f R
el
at
io
ns
hi
p 
on
 th
e 
M
ea
ni
ng
 M
ak
in
g 
Pr
oc
es
s: 
Pa
tie
nt
s´
 P
er
sp
ec
tiv
es
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
So
la
no
, J
.P
., 
et
 a
l. 
 
20
16
 
Re
sil
ie
nc
e 
an
d 
Ho
pe
 D
ur
in
g 
Ad
va
nc
ed
 D
ise
as
e:
 A
 P
ilo
t S
tu
dy
 w
ith
 M
et
as
ta
tic
 C
ol
or
ec
ta
l C
an
ce
r P
at
ie
nt
s 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
So
lo
m
on
, D
. &
 H
an
se
n,
 L.
 
 
20
15
 
Liv
in
g 
Th
ro
ug
h 
th
e 
En
d:
 T
he
 P
he
no
m
en
on
 o
f D
yi
ng
 a
t H
om
e 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
St
ei
nh
au
se
r, 
K.
 e
t a
l. 
 
20
09
 
Se
rio
us
ly
 Il
l P
at
ie
nt
s´
 D
isc
us
sio
ns
 o
f P
re
pa
ra
tio
n 
an
d 
Lif
e 
Co
m
pl
et
io
n:
 A
n 
In
te
rv
en
tio
n 
to
 A
ss
ist
 w
ith
 T
ra
ns
iti
on
 a
t t
he
 E
nd
-o
f-L
ife
 
 
 
NN
H 
 
 
Ex
clu
de
 
St
re
et
, A
.F
. &
 K
iss
an
e,
 D
. W
. 
20
01
 
Co
ns
tr
uc
tio
ns
 o
f D
ig
ni
ty
 in
 E
nd
 o
f L
ife
 C
ar
e 
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
St
ou
t, 
N.
 
 
 
19
92
  
Liv
in
g 
an
d 
Gr
ow
in
g 
in
to
 D
ea
th
. 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
 
Ex
clu
de
 
Sw
in
ne
n,
 A
. 
 
 
20
18
 
W
rit
in
g 
to
 M
ak
e 
Ag
ei
ng
 N
ew
: D
ut
ch
 P
oe
ts
´ U
nd
er
st
an
di
ng
s o
f L
at
e-
Lif
e 
Cr
ea
tiv
ity
  
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Sy
nn
es
, O
. 
 
 
20
15
 
Na
rr
at
iv
es
 o
f N
os
ta
lg
ia
 in
 th
e 
Fa
ce
 o
f D
ea
th
: T
he
 Im
po
rt
an
ce
 o
f L
ig
ht
er
 S
to
rie
s o
f t
he
 P
as
t i
n 
Pa
lli
at
iv
e 
Ca
re
. 
 
 
 
 
NN
H,
 <
65
 
 
 
Ex
clu
de
 
St
. J
am
es
 O
´C
on
no
r, 
T.
 e
t a
l. 
19
97
 
M
ak
in
g 
th
e 
M
os
t a
nd
 M
ak
in
g 
Se
ns
e:
 E
th
no
gr
ap
hi
c R
es
ea
rc
h 
on
 S
pi
rit
ua
lit
y 
in
 P
al
lia
tiv
e 
Ca
re
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ta
it,
 G
.R
. e
t a
l. 
 
20
10
 
M
ea
ni
ng
 a
nd
 Le
ga
cy
 in
 th
e 
Te
rm
in
al
ly
-il
l E
ld
er
ly
: D
ig
ni
ty
 T
he
ra
py
 a
nd
 It
s I
m
pa
ct
 o
n 
Pa
tie
nt
s a
nd
 H
ea
lth
 P
ro
fe
ss
io
na
ls 
 
 
 
CR
 
 
 
Ex
clu
de
 
Ta
it,
 G
.R
. &
 H
od
ge
s, 
B.
 
 
20
13
 
Re
sid
en
ts
 Le
ar
ni
ng
 fr
om
 a
 N
ar
ra
tiv
e 
Ex
pe
rie
nc
e 
w
ith
 D
yi
ng
 P
at
ie
nt
s: 
A 
Q
ua
lit
at
iv
e 
St
ud
y 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ta
ug
he
r, 
T.
  
 
 
20
02
  
He
lp
in
g 
Pa
tie
nt
s S
ea
rc
h 
fo
r M
ea
ni
ng
 in
 T
he
ir 
Liv
es
. 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ta
yl
or
, E
.  
 
 
19
95
 
W
hy
s a
nd
 W
he
re
fo
re
s: 
Ad
ul
t P
at
ie
nt
 P
er
sp
ec
tiv
es
 o
f t
he
 M
ea
ni
ng
 o
f C
an
ce
r 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Te
m
pl
e,
 M
. &
 G
al
l, 
T.
L.
 
 
20
16
 
W
or
ki
ng
 T
hr
ou
gh
 E
xis
te
nt
ia
l A
nx
ie
ty
 T
ow
ar
d 
Au
th
en
tic
ity
: A
 S
pi
rit
ua
l J
ou
rn
ey
 o
f M
ea
ni
ng
 M
ak
in
g 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
 
Th
or
es
en
, L
. e
t a
l. 
 
20
11
 
M
ed
ici
ne
, H
ea
lth
 C
ar
e 
an
d 
Ph
ilo
so
ph
y:
 T
he
 S
ig
ni
fic
an
ce
 o
f L
ife
w
or
ld
 a
nd
 th
e 
Ca
se
 o
f H
os
pi
ce
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ti
gh
e,
 M
. 
 
 
20
11
 
Co
pi
ng
, M
ea
ni
ng
 a
nd
 S
ym
pt
om
 E
xp
er
ie
nc
e:
 A
 N
ar
ra
tiv
e 
Ap
pr
oa
ch
 to
 th
e 
Ov
er
w
he
lm
in
g 
Im
pa
ct
 o
f B
re
as
t C
an
ce
r i
n 
th
e 
Fi
rs
t Y
ea
r F
ol
lo
w
in
g 
Di
ag
no
sis
   
NN
H 
 
 
Ex
clu
de
 
Ti
m
m
in
s, 
F.
 e
t a
l. 
 
20
15
 
Se
re
ni
ty
 S
pi
rit
ua
lit
y 
Se
ss
io
ns
: A
 D
es
cr
ip
tiv
e 
Q
ua
lit
at
iv
e 
Ex
pl
or
at
io
n 
of
 a
 C
hr
ist
ia
n 
Re
so
ur
ce
 D
es
ig
ne
d 
to
 F
os
te
r  
Sp
iri
tu
al
 W
el
l B
ei
ng
 A
m
on
g 
Ol
de
r P
eo
pl
e 
in
 N
ur
sin
g 
Ho
m
es
 in
 Ir
el
an
d 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ti
m
on
en
, V
. &
 O
´D
w
ye
r, 
C.
  
20
09
 
Liv
in
g 
in
 In
st
itu
tio
na
l C
ar
e:
 R
es
id
en
ts
´ E
xp
er
ie
nc
es
 a
nd
 C
op
in
g 
St
ra
te
gi
es
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Ti
sh
el
m
an
, C
. e
t a
l. 
 
 
20
16
 
Be
yo
nd
 th
e 
Vi
su
al
 a
nd
 V
er
ba
l: 
Us
in
g 
Pa
rt
ici
pa
nt
-P
ro
du
ce
d 
Ph
ot
og
ra
ph
s i
n 
Re
se
ar
ch
 o
n 
th
e 
Su
rr
ou
nd
in
gs
 fo
r C
ar
e 
at
 th
e 
En
d-
of
-L
ife
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Th
om
ps
on
, N
. e
t a
l. 
 
20
00
 
De
at
h,
 D
yi
ng
, a
nd
 B
er
ea
ve
m
en
t i
n 
Re
la
tio
n 
to
 O
ld
er
 In
di
vi
du
al
s 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Th
or
ne
, S
. e
t a
l. 
 
20
02
 
Ch
ro
ni
c I
lln
es
s E
xp
er
ie
nc
e:
 In
sig
ht
s f
ro
m
 a
 M
et
a-
st
ud
y  
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xii 
Pa
ge
 4
 o
f 6
 
Vi
nc
en
t, 
W
.  
 
 
20
10
 
Te
lli
ng
 S
to
rie
s i
n 
a 
Ve
te
ra
ns
´ L
ife
 R
ev
ie
w
 G
ro
up
: D
es
ig
n,
 P
ilo
t S
tu
dy
, a
nd
 E
va
lu
at
io
n 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Vo
lk
er
, D
. &
 W
u,
 H
.L
. 
 
20
11
 
Ca
nc
er
 P
at
ie
nt
s´
 P
re
fe
re
nc
e 
fo
r C
on
tr
ol
 a
t t
he
 E
nd
-o
f-L
ife
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
va
n 
W
ijn
ga
ar
de
n,
 E
. e
t a
l. 
 
20
17
 
A 
Ca
pt
iv
e,
 a
 W
re
ck
, a
 P
ie
ce
 o
f D
irt
 
 
 
 
 
 
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
W
al
dr
op
, D
. &
 M
ee
ke
r, 
M
. A
.  
20
14
 
Fi
na
l D
ec
isi
on
s:
 H
ow
 H
os
pi
ce
 E
nr
ol
lm
en
t P
ro
m
pt
s M
ea
ni
ng
fu
l C
ho
ice
s A
bo
ut
 Li
fe
 C
lo
su
re
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
W
al
dr
op
, D
.P
. e
t a
l. 
 
20
05
 
Fi
na
l T
ra
ns
iti
on
s:
 F
am
ily
 C
ar
eg
iv
in
g 
at
 th
e 
En
d 
of
 Li
fe
. 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
W
ei
ng
ar
te
n,
 K
. &
 W
or
th
en
, M
. 
20
18
 
Th
e 
So
la
ce
 o
f a
n 
Un
ce
rt
ai
n 
Fu
tu
re
: A
cu
te
 Il
ln
es
s, 
th
e 
Se
lf,
 a
nd
 S
el
f -
Ca
re
 
 
 
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
W
en
ge
r, 
L.
 
 
 
20
13
 
Liv
in
g 
Un
de
r A
ss
au
lt:
 M
en
 M
ak
in
g 
Se
ns
e 
of
 C
an
ce
r 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
W
en
ric
h,
 M
. D
. e
t a
l. 
 
 
20
01
  
Co
m
m
un
ica
tin
g 
w
ith
 D
yi
ng
 P
at
ie
nt
s W
ith
in
 th
e 
Sp
ec
tr
um
 o
f M
ed
ica
l C
ar
e 
fro
m
 T
er
m
in
al
 D
ia
gn
os
is 
to
 D
ea
th
.  
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
W
id
de
rs
ho
ve
n,
 G
. 
 
20
01
 
Ca
re
, C
ur
e 
an
d 
In
te
rp
er
so
na
l U
nd
er
st
an
di
ng
 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
W
ie
ne
r, 
L.
 e
t a
l. 
 
20
12
 
Cu
ltu
ra
l a
nd
 R
el
ig
io
us
 C
on
sid
er
at
io
ns
 in
 P
ed
ia
tr
ic 
Pa
lli
at
iv
e 
Ca
re
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
W
ill
ig
, C
. 
 
 
20
09
 
Un
lik
e 
a 
Ro
ck
, a
 T
re
e,
 A
 H
or
se
 o
r a
n 
An
ge
l…
`R
ef
le
ct
io
ns
 o
n 
th
e 
St
ru
gg
le
 fo
r M
ea
ni
ng
 T
hr
ou
gh
 W
rit
in
g 
Du
rin
g 
th
e 
Pr
oc
es
s o
f C
an
ce
r D
ia
gn
os
is 
 
NN
H 
 
 
Ex
clu
de
 
W
hi
ta
ke
r, 
A.
   
 
20
08
 
Th
e 
Bo
dy
 a
s E
xi
st
en
tia
l M
id
po
in
t- 
th
e 
Ag
in
g 
an
d 
Dy
in
g 
Bo
dy
 o
f N
ur
sin
g 
Ho
m
e 
Re
sid
en
ts
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
W
hi
ts
itt
, D
.R
.  
 
20
10
 
Ill
ne
ss
 a
nd
 M
ea
ni
ng
: A
 R
ev
ie
w
 o
f S
el
ec
t W
rit
in
gs
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
W
on
g,
 P
. 
 
 
20
16
 
M
ea
ni
ng
-S
ee
ki
ng
, S
el
f-T
ra
ns
ce
nd
en
ce
, a
nd
 W
el
l-B
ei
ng
  
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
W
rig
ht
, S
. e
t a
l. 
 
20
15
 
M
ea
ni
ng
-C
en
te
re
d 
Dr
ea
m
 W
or
k 
w
ith
 H
os
pi
ce
 P
at
ie
nt
s:
 A
 P
ilo
t S
tu
dy
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Xi
a,
 H
., 
et
 a
l. 
 
 
20
18
 
Ex
pl
or
in
g 
M
ea
ni
ng
 in
 th
e 
Lif
e 
of
 C
hi
ne
se
 B
re
as
t C
an
ce
r S
ur
vi
vo
rs
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ya
rd
le
y,
 S
. 
 
 
20
13
 
In
te
rp
re
tin
g 
Ed
uc
at
io
na
l E
vi
de
nc
e 
fo
r P
ra
ct
ice
: A
re
 A
ut
op
sie
s a
 M
iss
ed
 E
du
ca
tio
na
l O
pp
or
tu
ni
ty
 to
 Le
ar
n 
Co
re
 P
al
lia
tiv
e 
Ca
re
 P
rin
cip
le
s?
  
 
NM
M
 
 
 
Ex
clu
de
 
Za
m
br
an
o,
 S
. e
t a
l. 
 
20
14
 
Th
e 
Ex
pe
rie
nc
es
, C
op
in
g 
M
ec
ha
ni
sm
s, 
an
d 
Im
pa
ct
 o
f D
ea
th
 a
nd
 D
yi
ng
 o
n 
Pa
lli
at
iv
e 
M
ed
ici
ne
 S
pe
cia
lis
ts
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Zh
ou
, Y
.R
.  
 
 
20
10
 
Th
e 
Ph
en
om
en
ol
og
y 
of
 T
im
e:
 Li
ve
d 
Ex
pe
rie
nc
es
 o
f P
eo
pl
e 
w
ith
 H
IV
/A
ID
S 
in
 C
hi
na
  
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ö
st
lu
nd
, U
. e
t a
l. 
 
20
11
 
Di
gn
ity
 C
on
se
rv
in
g 
Ca
re
 a
t t
he
 E
nd
-o
f-L
ife
: A
 N
ar
ra
tiv
e 
Re
vi
ew
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
 BO
OK
 O
R 
BO
OK
 C
HA
PT
ER
S 
(n
=3
2)
 
Ba
lk
, D
. e
t a
l. 
 
 
20
16
 
Ch
ap
te
r 2
4:
 T
he
 P
sy
ch
ol
og
y 
of
 D
ea
th
 a
nd
 D
yi
ng
 in
 La
te
r L
ife
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ba
lze
r R
ile
y,
 J.
 
 
20
15
 
Co
m
m
un
ica
tio
n 
in
 N
ur
sin
g 
 
 
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ba
xt
er
 M
ag
ol
da
, M
. &
 K
in
g,
 P
. 
20
12
 
M
ea
ni
ng
 M
ak
in
g 
an
d 
Se
lf-
Au
th
or
sh
ip
. 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Be
rg
er
, J
. 
 
 
20
12
 
M
us
ic 
of
 th
e 
So
ul
: C
om
po
sin
g 
Lif
e 
O
ut
 o
f L
os
s 
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Be
rz
of
f, 
J. 
&
 S
ilv
er
m
an
, P
. 
 
20
04
 
Liv
in
g 
w
ith
 D
yi
ng
: A
 H
an
db
oo
k 
fo
r E
nd
-o
f-L
ife
 H
ea
lth
ca
re
 P
ra
ct
iti
on
er
s 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Bu
tle
r, 
R.
 &
 W
ile
y,
 J.
 
 
20
09
 
Re
fle
ct
io
ns
 in
 P
er
so
na
l C
on
st
ru
ct
 T
he
or
y  
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ed
m
on
ds
on
, R
.  
 
20
15
 
Ag
ei
ng
, I
ns
ig
ht
 a
nd
 W
isd
om
: M
ea
ni
ng
 a
nd
 P
ra
ct
ice
 A
cr
os
s t
he
 Li
fe
 C
ou
rs
e 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Es
ch
en
br
uc
h,
 N
. 
 
20
07
 
Nu
rs
in
g 
St
or
ie
s:
 Li
fe
 a
nd
 D
ea
th
 in
 a
 G
er
m
an
 H
os
pi
ce
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Fr
an
k,
 A
. 
 
 
19
95
 
Th
e 
W
ou
nd
ed
 S
to
ry
 T
el
le
r 
 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Gl
ick
en
, M
. 
 
 
20
09
 
Ch
ap
te
r 1
6:
 E
vi
de
nc
e-
Ba
se
d 
Pr
ac
tic
e 
w
ith
 D
isa
bi
lit
ie
s, 
Te
rm
in
al
 Il
ln
es
s, 
an
d 
As
sis
te
d 
Liv
in
g 
fo
r a
n 
Ag
in
g 
Po
pu
la
tio
n 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
He
lg
e 
Hv
id
, A
.K
. 
 
20
12
 
El
de
rly
 C
ar
e 
in
 T
ra
ns
iti
on
: M
an
ag
em
en
t, 
M
ea
ni
ng
 a
nd
 Id
en
tit
y 
W
or
k:
 A
 S
ca
nd
in
av
ia
n 
Pe
rs
pe
ct
iv
e 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Jo
hn
st
on
, N
. &
 S
ch
ol
le
r-
Ja
qu
ish
, A
. 
20
07
 
M
ea
ni
ng
 in
 S
uf
fe
rin
g:
 C
ar
in
g 
Pr
ac
tic
es
 in
 th
e 
He
al
th
 P
ro
fe
ss
io
ns
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ke
ga
n,
 R
. &
 K
eg
an
, R
. 
 
20
09
 
Th
e 
Ev
ol
vi
ng
 S
el
f 
 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ke
lle
ah
ea
r, 
A.
 
 
20
14
 
Th
e 
In
ne
r L
ife
 o
f t
he
 D
yi
ng
 P
er
so
n 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Le
m
an
-S
te
fa
no
vi
c,
 I.
 
 
19
87
 
Ch
ap
te
r 1
: R
ef
le
ct
in
g 
on
 O
ne
´s
 O
w
n 
De
at
h 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
ad
ja
r, 
I. 
 
 
20
01
 
Se
ct
io
n 
4:
 T
he
 Li
ve
d 
Ex
pe
rie
nc
e 
of
 P
ai
n 
in
 th
e 
Co
nt
ex
t o
f C
lin
ica
l P
ra
ct
ice
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
 
M
ea
gh
er
, D
. &
 B
al
k,
 D
 
 
20
13
 
Ha
nd
bo
ok
 o
f T
ha
na
to
lo
gy
: T
he
 E
ss
en
tia
l B
od
y 
of
 K
no
w
le
dg
e 
fo
r t
he
 S
tu
dy
 o
f D
ea
th
, D
yi
ng
 &
 B
er
ea
ve
m
en
t. 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
M
en
zf
el
d,
 M
.  
 
20
18
 
An
th
ro
po
lo
gy
 o
f D
yi
ng
: A
 P
ar
tic
ip
an
t O
bs
er
va
tio
n 
w
ith
 D
yi
ng
 P
er
so
ns
 in
 G
er
m
an
y 
 
 
 
 
 
 
Q
N 
  
 
 
Ex
clu
de
 
M
in
tz
, S
. 
 
 
20
11
 
Ch
ap
te
r 4
: O
n 
th
e 
Rh
et
or
ic 
of
 G
lo
om
 a
nd
 Jo
y:
 “I
n 
Tu
rb
ul
en
t L
ov
e 
w
ith
 th
e 
W
or
ld
” 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ne
im
ey
er
, R
.   
 
20
12
 
Ch
ap
te
r 1
9:
 C
on
st
ru
ct
io
ns
 o
f D
ea
th
 a
nd
 Lo
ss
: A
 P
er
so
na
l a
nd
 P
ro
fe
ss
io
na
l E
vo
lu
tio
n 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ne
lso
n-
Be
ck
er
, H
. 
 
20
18
 
Es
pi
rit
ua
lid
ad
 Y
 P
re
pa
ra
cio
n 
Pa
ra
 La
 M
ue
rt
e 
En
 La
 V
ej
ez
: D
yi
ng
 W
el
l  
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Pe
ar
ce
, M
. e
t a
l. 
 
20
08
 
Sp
iri
tu
al
ity
 a
nd
 H
ea
lth
: E
m
pi
ric
al
ly
 B
as
ed
 R
ef
le
ct
io
ns
 o
n 
Re
co
ve
ry
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
 
Pr
od
ro
m
ou
, A
. 
 
20
15
 
Na
vi
ga
tin
g 
Lo
ss
 in
 W
om
en
´s
 C
on
te
m
po
ra
ry
 M
em
oi
r 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ro
w
le
s, 
G.
 &
 C
ha
ud
hu
ry
, H
. 
20
05
 
Ho
m
e 
an
d 
Id
en
tit
y 
in
 La
te
 Li
fe
 In
te
rn
at
io
na
l P
er
sp
ec
tiv
es
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Sc
he
er
,J.
 
 
 
20
12
 
Ch
ap
te
r 1
8:
 R
ec
on
st
ru
in
g 
Af
te
r a
 C
ha
ng
e 
in
 H
ea
lth
 S
ta
tu
s 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Sh
in
, J
. &
 S
te
ge
r, 
M
.  
 
20
14
 
Ch
ap
te
r 5
: P
ro
m
ot
in
g 
M
ea
ni
ng
 a
nd
 P
ur
po
se
 in
 Li
fe
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
St
ar
ck
, P
. 
 
 
20
08
 
Th
eo
ry
 o
f M
ea
ni
ng
 
 
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Sy
nn
es
, O
. 
 
 
20
16
 
Ch
ap
te
r: 
St
or
yt
el
lin
g 
as
 a
 D
ig
ni
ty
 P
re
se
rv
in
g 
Pr
ac
tic
e 
in
 P
al
lia
tiv
e 
Ca
re
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Va
n 
Br
us
se
l, 
L.
 &
 C
ar
pe
nt
ie
r, 
N.
 
20
17
 
Cl
os
in
g 
th
e 
Bo
ok
 o
f L
ife
: T
he
 H
os
pi
ce
 D
isc
ou
rs
e 
an
d 
th
e 
Co
ns
tr
uc
tio
n 
of
 D
yi
ng
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
W
er
th
, J
. &
 B
le
vi
ns
, D
. 
 
20
08
 
De
cis
io
n 
M
ak
in
g 
Ne
ar
 th
e 
En
d-
of
-L
ife
: I
ss
ue
s, 
De
ve
lo
pm
en
ts
 &
 F
ut
ur
e 
Di
re
ct
io
ns
  
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
W
oo
te
n-
Gr
ee
n,
 R
.  
 
20
01
  
W
he
n 
th
e 
Dy
in
g 
Sp
ea
ks
: H
ow
 to
 Li
st
en
 to
 a
nd
 Le
ar
n 
fro
m
 T
ho
se
 F
ac
in
g 
De
at
h 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Yo
un
g-
M
as
on
, J
.  
 
19
97
 
Th
e 
Pa
tie
nt
's 
Vo
ice
: E
xp
er
ie
nc
es
 o
f I
lln
es
s 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
 TH
ES
IS
 / 
DI
SS
ER
TA
TI
ON
 (n
=6
0)
 
Ah
er
n,
 G
.R
. 
 
 
20
15
 
A 
Na
rr
at
iv
e 
In
qu
iry
: C
as
e 
Le
ad
er
s´
 P
er
sp
ec
tiv
es
 o
n 
Re
sil
ie
nc
e 
in
 H
os
pi
ce
 C
ar
e.
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Ba
lli
ng
er
, S
.N
. 
 
20
14
 
Sl
ow
in
g 
Do
w
n 
Ti
m
e:
 A
n 
Ex
pl
or
at
io
n 
of
 P
er
so
na
l L
ife
 E
xt
en
sio
n 
De
sir
ab
ili
ty
 a
s i
t R
el
at
es
 to
 C
hr
ist
ia
n 
Re
lig
io
us
 B
el
ie
f S
ys
te
m
s a
nd
 R
el
ig
io
sit
y 
 
NM
M
 
 
 
Ex
clu
de
 
Ba
rr
in
gt
on
, C
. e
t a
l. 
 
20
08
 
Ex
pl
or
in
g 
th
e 
Na
tu
re
 a
nd
 M
ea
ni
ng
 o
f A
rt
 w
ith
 O
ld
er
 A
du
lts
 in
 H
os
pi
ce
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ba
rr
on
, A
.M
.  
 
20
00
 
Lif
e 
M
ea
ni
ng
s a
nd
 th
e 
Ex
pe
rie
nc
e 
of
 C
an
ce
r: 
Ap
pl
ica
tio
n 
of
 N
ew
m
an
´s
 R
es
ea
rc
h 
M
et
ho
d 
an
d 
Ph
en
om
en
ol
og
ica
l A
na
ly
sis
  
 
 
 
NN
H 
 
 
Ex
clu
de
 
Be
ll,
 S
.N
. 
 
 
20
08
 
Dr
aw
in
g 
on
 th
e 
En
d-
of
-L
ife
: A
rt
 T
he
ra
py
, S
pi
rit
ua
lit
y 
an
d 
Pa
lli
at
iv
e 
Ca
re
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
   
 xiii 
Pa
ge
 5
 o
f 6
 
Be
rn
-K
lu
g,
 M
. 
 
20
03
 
Th
e 
So
cia
l C
on
st
ru
ct
io
n 
of
 D
yi
ng
 in
 N
ur
sin
g 
Ho
m
es
: I
m
pl
ica
tio
ns
 fo
r S
oc
ia
l W
or
k 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Bl
ei
ch
er
, H
.J.
  
 
20
11
 
Th
e 
Ex
pe
rie
nc
e 
of
 C
ou
ns
el
in
g 
th
e 
Te
rm
in
al
ly
 Il
l a
nd
 th
e 
Be
st
 C
ou
ns
el
in
g 
Pr
ac
tic
es
  
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Br
ow
n,
 T
. 
 
 
20
15
 
Na
rr
at
iv
es
 o
f P
er
ce
iv
ed
 S
oc
ia
l S
up
po
rt
 a
s a
 M
ed
ia
to
r f
or
 In
cr
ea
se
d 
Co
pi
ng
 R
es
ou
rc
es
 a
nd
 O
pt
im
ism
 A
m
on
g 
Ca
nc
er
 P
at
ie
nt
s a
nd
 S
ur
vi
vo
rs
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Br
uc
e,
 M
.J.
 
 
 
20
09
 
Cr
ea
tin
g 
an
d 
Fi
nd
in
g 
M
ea
ni
ng
 in
 V
isu
al
 a
nd
 W
rit
te
n 
Te
xt
s T
hr
ou
gh
 A
es
th
et
ic 
Ex
pe
rie
nc
e:
 F
ou
r C
as
e 
St
ud
ie
s o
f H
os
pi
ce
 P
at
ie
nt
s 
 
 
NN
H 
 
 
Ex
clu
de
 
Da
ch
er
, J
.E
. 
 
 
19
97
 
Ol
de
r W
om
en
´s
 N
ar
ra
tiv
es
 o
f A
gi
ng
, D
isa
bi
lit
y 
an
d 
Pa
rt
ici
pa
tio
n 
in
 R
eh
ab
ili
ta
tio
n 
Pr
og
ra
m
: A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 o
f L
iv
ed
 E
xp
er
ie
nc
e 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Da
vi
d,
 P
. 
 
 
20
08
 
Th
e 
La
st
 C
ha
pt
er
: A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 o
f A
gi
ng
 H
ol
oc
au
st
 S
ur
vi
vo
rs
´ V
ie
w
s o
n 
th
ei
r O
w
n 
Dy
in
g 
an
d 
De
at
h 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Dj
iv
re
, S
. 
 
 
20
08
 
Th
e 
M
ea
ni
ng
 o
f L
iv
in
g 
w
ith
 D
yi
ng
 in
 a
 Lo
ng
-T
er
m
 C
ar
e 
Ho
m
e:
 A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 o
f t
he
 E
xp
er
ie
nc
e 
of
 S
ix 
Ol
de
r N
ur
sin
g 
Ho
m
e 
Re
sid
en
ts
   
   
 
 
NT
I 
 
 
Ex
clu
de
 
Do
w
ns
, K
. 
 
 
20
14
 
Un
de
rs
ta
nd
in
g 
th
e 
Ex
pe
rie
nc
es
 o
f S
ta
ge
 IV
 B
re
as
t C
an
ce
r: 
A 
Q
ua
lit
at
iv
e 
In
qu
iry
 o
f a
 S
ta
ge
 IV
 D
ia
gn
os
es
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Eb
en
er
, M
.K
.  
 
19
99
 
Ol
de
r A
du
lts
 Li
vi
ng
 w
ith
 C
hr
on
ic 
Pa
in
: A
n 
Op
po
rt
un
ity
 fo
r I
m
pr
ov
em
en
t 
 
 
 
 
 
 
NM
M
P,
 N
TI
 
 
 
Ex
clu
de
 
El
m
sli
e,
 P
.A
. 
 
 
20
10
 
An
 E
xp
lo
ra
tio
n 
of
 th
e 
Im
pa
ct
 o
n 
In
di
vi
du
al
s W
ho
 H
av
e 
Ex
pe
rie
nc
ed
 M
ul
tip
le
 Lo
ss
es
 fr
om
 D
ea
th
 O
ve
r T
im
e 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Fr
an
ch
in
i, 
L.
  
 
20
11
 
Po
st
m
or
te
m
 C
ar
e:
 A
 R
itu
al
 C
re
at
ed
 b
y 
M
ed
ica
l S
ub
cu
ltu
re
 
 
 
 
 
 
 
 
RN
T 
 
 
Ex
clu
de
 
Go
rd
on
, T
. 
 
 
20
09
 
Liv
in
g 
in
 th
e 
M
em
or
y 
of
 Lo
ss
: E
xp
lo
rin
g 
th
e 
Im
pa
ct
 o
f A
gg
re
ss
iv
e,
 P
al
lia
tiv
e,
 a
nd
 H
os
pi
ce
 C
ar
e 
an
d 
Su
rv
iv
in
g 
Lo
ve
d 
On
es
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Gr
os
sm
an
, S
.  
 
20
07
 
Th
e 
Ro
le
 a
nd
 M
ea
ni
ng
 o
f S
pi
rit
ua
lit
y 
Am
on
g 
Ol
de
r A
du
lts
 in
 W
es
te
rn
 A
us
tr
al
ia
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ha
ll,
 V
.P
. 
 
 
20
00
 
Be
ar
in
g 
W
itn
es
s t
o 
Su
ffe
rin
g 
in
 H
IV
/A
ID
S:
 C
on
st
ru
ct
in
g 
M
ea
ni
ng
 fr
om
 Lo
ss
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ha
nn
um
, S
. M
. 
 
20
13
 
Ch
ro
ni
c I
lln
es
s N
ar
ra
tiv
es
: C
on
ce
pt
ua
liz
at
io
ns
 o
f a
 C
an
ce
r D
ia
gn
os
is 
Am
on
g 
Ch
ro
ni
ca
lly
 Il
l O
ld
er
 A
du
lts
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
He
rio
t, 
C.
S.
 
 
 
19
91
 
A 
De
sc
rip
tiv
e 
An
al
ys
is 
of
 E
xp
er
ie
nc
es
 o
f P
er
so
na
l M
ea
ni
ng
 o
f L
ife
 A
m
on
g 
Ol
de
r A
du
lts
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ho
lts
la
nd
er
, L
. 
 
20
07
 
Se
ar
ch
in
g 
fo
r N
ew
 H
op
e:
 A
 G
ro
un
de
d 
Th
eo
ry
 o
f t
he
 E
xp
er
ie
nc
ed
 o
f H
op
e 
fo
r O
ld
er
 W
om
en
 W
ho
 a
re
 B
er
ea
ve
d 
Pa
lli
at
iv
e 
Ca
re
gi
ve
rs
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Im
ai
, H
. 
 
 
20
13
 
De
at
h 
Ac
ce
pt
an
ce
 a
nd
 In
tim
at
e 
Re
la
tio
ns
hi
ps
 
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Jo
hn
st
on
, N
. 
 
 
20
03
 
Fi
nd
in
g 
M
ea
ni
ng
 in
 A
dv
er
sit
y 
 
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Ju
ng
er
s, 
C.
 
 
 
20
07
 
Liv
ed
 E
xp
er
ie
nc
es
: A
n 
Ex
am
in
at
io
n 
of
 O
ld
er
 A
du
lts
’ L
at
e-
St
ag
e,
 Li
fe
-S
pa
n 
Ec
ol
og
ica
l T
ra
ns
iti
on
 fr
om
 a
 H
om
e 
Re
sid
en
ce
 to
 a
n 
As
sis
te
d 
Liv
in
g 
Fa
cil
ity
  
 
NT
I 
 
 
Ex
clu
de
 
Ka
hn
, D
. 
 
 
19
90
 
Liv
in
g 
in
 a
 N
ur
sin
g 
Ho
m
e:
 E
xp
er
ie
nc
es
 o
f S
uf
fe
rin
g 
an
d 
M
ea
ni
ng
 in
 O
ld
 A
ge
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Ke
al
l R
.M
. 
 
 
20
14
 
En
ha
nc
in
g 
Ex
ist
en
tia
l a
nd
 S
pi
rit
ua
l C
ar
e 
fo
r P
al
lia
tiv
e 
Ca
re
 P
at
ie
nt
s f
ro
m
 B
ot
h 
th
e 
Pa
tie
nt
 a
nd
 N
ur
se
  
 
 
 
 
NM
M
P;
 N
NH
  
 
Ex
clu
de
 
Kä
lls
tr
öm
, K
. &
 In
ga
, L
. 
 
20
09
 
At
t L
ev
a 
nä
ra
 D
öd
en
: P
at
ie
nt
er
s o
ch
 V
år
dp
er
so
na
ls 
Er
fa
re
nh
et
er
 In
om
 H
os
pi
ce
vå
rd
 
 
 
 
 
 
NE
   
 
 
Ex
clu
de
 
Ku
la
s, 
G.
  
 
 
20
01
 
Op
en
in
g 
Do
or
s: 
Un
de
rs
ta
nd
in
g 
Ex
pe
rie
nc
es
 o
f D
yi
ng
 
 
 
 
 
 
 
 
 
AI
CP
 
 
 
IN
CL
UD
E 
La
rk
, E
. 
 
 
20
14
 
M
ak
in
g 
Sp
ac
e 
fo
r D
yi
ng
: P
or
tr
ai
ts
 o
f l
iv
in
g 
w
ith
 D
yi
ng
  
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
cG
ov
er
n,
 J.
  
 
20
12
 
Co
up
le
ho
od
 a
nd
 th
e 
Ph
en
om
en
ol
og
y 
of
 M
ea
ni
ng
 fo
r O
ld
er
 C
ou
pl
es
 Li
vi
ng
 w
ith
 D
em
en
tia
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
M
cS
he
rr
y,
 C
.  
 
20
08
 
Th
e 
In
ne
r L
ife
 a
t t
he
 E
nd
 o
f L
ife
 
 
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
M
oh
ee
t, 
S.
 
 
 
20
13
 
Isl
am
ic 
M
id
dl
e 
Ea
st
er
n 
Pe
rs
pe
ct
iv
es
 o
n 
Be
re
av
em
en
t, 
Gr
ie
f a
nd
 M
ou
rn
in
g 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
M
or
ris
se
y,
 M
.B
. 
 
20
11
 
Su
ffe
rin
g 
an
d 
De
cis
io
n 
M
ak
in
g 
Am
on
g 
Se
rio
us
ly
 Il
l E
ld
er
ly
 W
om
en
 
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ni
et
o,
 B
.  
 
 
20
05
 
Na
rr
at
iv
es
 o
f F
ac
in
g 
Pe
rs
on
al
 M
or
ta
lit
y 
in
 th
e 
Br
ea
st
 C
an
ce
r E
xp
er
ie
nc
e 
of
 M
ex
ica
n-
Am
er
ica
n 
W
om
en
. 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ng
, P
. 
 
 
20
14
 
Fo
r W
ho
m
 th
e 
Be
ll 
To
lls
: M
ea
ni
ng
 M
ak
in
g 
at
 th
e 
En
d 
of
 Li
fe
 A
m
on
g 
Ch
in
es
e 
Te
rm
in
al
 C
an
ce
r P
at
ie
nt
s i
n 
Ho
ng
 K
on
g 
 
 
 
NN
H 
 
 
Ex
clu
de
 
No
ye
s, 
L.
 
 
 
20
01
 
St
or
ie
s o
f t
he
 O
ld
es
t-O
ld
 a
s T
he
y 
Co
m
e 
to
 F
ac
e 
De
at
h 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Pa
tt
iso
n,
 N
. 
 
 
20
11
 
Ca
nc
er
 P
at
ie
nt
s C
ar
e 
at
 th
e 
En
d 
of
 Li
fe
 in
 a
 C
rit
ica
l C
ar
e 
En
vi
ro
nm
en
t: 
Pe
rs
pe
ct
iv
es
 o
f F
am
ili
es
, P
at
ie
nt
s &
 P
ra
ct
iti
on
er
s 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Pe
rc
y,
 P
.E
. 
 
 
20
16
 
M
ou
rn
in
g 
an
d 
Tr
an
sf
or
m
at
io
n:
 A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 o
f L
iv
in
g 
Th
ro
ug
h 
th
e 
Jo
ur
ne
y 
of
 G
rie
f 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Pf
af
fm
an
, S
. 
 
 
20
14
 
Co
nv
er
sa
tio
ns
 w
ith
 S
en
io
r A
du
lts
 A
bo
ut
 S
pi
rit
ua
lit
y,
 D
ea
th
 a
nd
 D
yi
ng
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Po
gg
e,
 S
. M
. 
 
 
20
13
 
Th
e 
Ex
pe
rie
nc
e 
of
 Li
vi
ng
 w
ith
 C
hr
on
ic 
Ill
ne
ss
: A
 H
eu
ris
tic
 S
tu
dy
 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Po
w
el
l, 
K.
 
 
 
20
10
 
Th
e 
Re
la
tio
n 
of
 S
ea
rc
h 
fo
r a
nd
 P
re
se
nc
e 
of
 M
ea
ni
ng
 in
 Li
fe
 to
 A
tt
itu
de
s A
bo
ut
 D
ea
th
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Py
pe
r, 
S.
M
. 
 
 
20
03
 
Th
e 
Liv
ed
 E
xp
er
ie
nc
e 
of
 F
ac
in
g 
th
e 
En
d 
of
 Li
fe
 in
 a
n 
In
pa
tie
nt
 H
os
pi
ce
 E
nv
iro
nm
en
t 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Ru
hl
, S
.  
 
 
20
14
 
St
or
ie
s D
o 
th
e 
W
or
k…
 P
ur
su
in
g 
an
 E
m
bo
di
ed
 a
nd
 A
es
th
et
ic 
Or
ie
nt
at
io
n 
fo
r H
os
pi
ce
 C
ar
e 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
Sa
va
ge
-S
te
ve
ns
, S
.E
. 
 
20
03
 
M
ea
ni
ng
 in
 th
e 
Liv
es
 o
f O
ld
er
 W
om
en
: A
n 
An
al
ys
is 
w
ith
 H
ar
di
ne
ss
, H
ea
lth
 a
nd
 P
er
so
na
l P
ro
je
ct
s 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Si
m
on
, S
. R
. 
 
 
20
06
 
Un
fin
ish
ed
 Jo
ur
ne
ys
: E
ld
er
 Le
ar
ne
rs
 in
 a
n 
As
sis
te
d 
Liv
in
g 
Fa
cil
ity
 
 
 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
Sh
et
ze
r, 
L.
 
 
 
20
07
 
Co
nf
ro
nt
in
g 
Ag
in
g 
an
d 
Se
rio
us
 Il
ln
es
s t
hr
ou
gh
 Jo
ur
na
lin
g:
 A
 S
tu
dy
 o
f W
rit
in
g 
as
 T
he
ra
py
   
   
   
   
   
   
   
   
  
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Sl
od
de
n,
 C
. 
 
 
20
15
 
Liv
in
g 
an
d 
Dy
in
g 
w
ith
 C
ol
or
ec
ta
l C
an
ce
r: 
Th
e 
Ex
pe
rie
nc
e 
&
 M
an
ag
em
en
t o
f a
 M
or
ta
l I
lln
es
s 
 
 
 
 
 
NN
H,
 <
65
 
 
 
Ex
clu
de
 
So
lim
eo
, S
. L
.  
 
20
05
 
Liv
in
g 
w
ith
 P
ar
ki
ns
on
´s
 D
ise
as
e:
 N
ar
ra
tiv
es
 a
nd
 th
e 
Pr
ac
tic
es
 o
f E
m
bo
di
m
en
t A
m
on
g 
El
de
r I
ow
an
s 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
St
ei
gm
an
, I
.  
 
 
20
07
 
Jo
ur
ne
y 
in
to
 th
e 
Nu
m
in
ou
s: 
A 
Gr
ou
nd
ed
 T
he
or
y 
Ex
pl
or
at
io
n 
of
 th
e 
St
ag
es
 a
nd
 M
ea
ni
ng
 o
f D
ea
th
 A
w
ar
en
es
s D
ev
el
op
m
en
t  
 
 
NM
M
 
 
 
Ex
clu
de
 
St
in
so
n,
 A
. 
 
 
20
13
 
Sp
iri
tu
al
 Li
fe
 R
ev
ie
w
 w
ith
 O
ld
er
 A
du
lts
: F
in
di
ng
 M
ea
ni
ng
 in
 La
te
 Li
fe
 D
ev
el
op
m
en
t  
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Su
k-
er
b,
 W
. 
 
 
20
14
 
Re
sil
ie
nc
e 
an
d 
Co
pi
ng
: T
he
 P
er
sp
ec
tiv
es
 o
f C
an
ce
r P
at
ie
nt
s, 
Fa
m
ily
, C
ar
eg
iv
er
s a
nd
 M
ed
ica
l V
ol
un
te
er
s a
t K
ha
m
pr
am
on
g 
M
on
as
te
ry
, T
ha
ila
nd
 
 
NN
H 
 
 
Ex
clu
de
 
Ta
m
bi
ni
, R
. 
 
 
20
07
 
A 
Q
ua
lit
at
iv
e 
In
ve
st
ig
at
io
n 
on
 th
e 
Ph
en
om
en
ol
og
ica
l E
xp
er
ie
nc
e 
of
 A
lzh
ei
m
er
´s
 D
ise
as
e 
fro
m
 P
at
ie
nt
 P
er
sp
ec
tiv
e 
 
 
 
NM
M
P,
 N
TI
 
 
 
Ex
clu
de
 
Ta
yl
or
, A
. 
 
 
20
09
 
In
te
gr
at
in
g 
th
e 
M
in
d 
an
d 
th
e 
Bo
dy
: E
xa
m
in
in
g 
th
e 
Ro
le
 o
f C
ou
ns
el
lin
g 
Ps
yc
ho
lo
gy
 fo
r I
nd
iv
id
ua
ls 
w
ith
 P
hy
sic
al
 H
ea
lth
 P
ro
bl
em
s 
 
 
NN
H 
 
 
Ex
clu
de
 
To
om
bs
, S
.K
.  
 
20
04
 
Liv
in
g 
an
d 
Dy
in
g 
w
ith
 D
ig
ni
ty
: R
ef
le
ct
io
ns
 o
n 
Liv
ed
 E
xp
er
ie
nc
e 
 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
W
ad
de
ll,
 E
.L
.  
 
20
12
 
Re
sid
en
ts
´ M
ea
ni
ng
 a
nd
 P
ur
po
se
 in
 Li
fe
 in
 S
en
io
r C
om
m
un
al
 Li
vi
ng
 A
lte
rn
at
iv
es
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
W
al
ke
r, 
S.
  
 
 
20
16
 
Fi
nd
in
g 
a 
Vo
ice
 a
t t
he
 E
nd
 o
f L
ife
: E
xp
lo
rin
g 
Pr
ef
er
re
d 
Pl
ac
e 
of
 D
ea
th
 in
 a
 H
os
pi
ce
 C
on
te
xt
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
W
ise
m
an
, R
. 
 
 
20
15
 
Eu
da
im
on
ia
: E
xa
m
in
in
g 
th
e 
Us
e 
of
 N
ar
ra
tiv
e 
Re
co
ns
tr
uc
tio
n 
Du
rin
g 
Lif
e 
Re
vi
ew
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Ya
te
s-
Bo
lto
n,
 N
. 
 
20
18
 
M
ea
ni
ng
 a
nd
 P
ur
po
se
 in
 C
ar
e 
Ho
m
e 
(N
ur
sin
g)
 Li
fe
 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
Zu
ck
er
, D
.M
.  
 
19
99
 
Tw
o 
Co
nt
ra
st
in
g 
Ca
se
s o
f M
en
´s
 E
xp
er
ie
nc
es
 w
ith
 C
hr
on
ic 
Co
ro
na
ry
 H
ea
rt
 D
ise
as
e 
Po
st
 1
98
5 
 
 
 
 
 
NT
I, 
NN
H 
 
 
Ex
clu
de
 
 ES
SA
Y 
(n
=3
) 
 
St
er
n,
 P
. 
 
 
20
08
 
Pl
ac
es
 fo
r P
eo
pl
e 
to
 D
ie
: T
he
 U
na
ck
no
w
le
dg
ed
 T
ru
th
 A
bo
ut
 N
ur
sin
g 
Ho
m
es
 
 
 
 
 
 
 
NM
M
 
 
 
Ex
clu
de
 
Fr
es
h 
Ai
r 
 
 
20
16
 
Ho
sp
ice
 C
ha
pl
ai
n 
Re
fle
ct
s o
n 
Lif
e,
 D
ea
th
 a
nd
 th
e 
St
re
ng
th
 o
f t
he
 H
um
an
 S
ou
l 
 
 
 
 
 
 
NN
H 
 
 
Ex
clu
de
 
W
ils
on
, E
. 
 
 
20
08
 
Gr
ie
f: 
Th
e 
De
fin
in
g 
an
d 
In
ev
ita
bl
e 
Jo
ur
ne
y 
 
 
 
 
 
 
 
 
NT
I 
 
 
Ex
clu
de
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xiv 
Pa
ge
 6
 o
f 6
 
 AB
ST
RA
CT
S 
(n
=1
) 
So
cie
ty
 o
f P
sy
ch
o-
On
co
lo
gy
 
20
13
 
Ab
st
ra
ct
s o
f t
he
 IP
OS
 1
5t
h  W
or
ld
 C
on
gr
es
s o
f P
sy
ch
o-
On
co
lo
gy
 
 
 
 
 
 
 
 
NM
M
P,
 N
NH
  
 
Ex
clu
de
 
 Su
m
m
ar
y:
 
Jo
ur
na
ls 
 
n=
 1
92
 
Bo
ok
 o
r B
oo
k 
Ch
ap
te
rs
  
n=
 3
2 
Di
ss
er
ta
tio
ns
/T
he
sis
 
n=
 6
0 
Es
sa
y 
 
n=
 3
 
Lis
t o
f A
bs
tr
ac
t 
n=
 1
 
TO
TA
L 
 
28
8 
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
 ……
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
DU
PL
IC
AT
ES
 (n
=2
7)
 
Ar
de
lt,
 M
. e
t a
l. 
 
20
08
 
In
 S
ea
rc
h 
fo
r M
ea
ni
ng
: T
he
 D
iff
er
en
tia
l R
ol
e 
of
 R
el
ig
io
n 
fo
r M
id
dl
e-
Ag
ed
 a
nd
 O
ld
er
 P
er
so
ns
 D
ia
gn
os
ed
 w
ith
 a
 Li
fe
-T
hr
ea
te
ni
ng
 Il
ln
es
s 
Bo
st
on
, P
 e
t a
l. 
 
 
20
11
 
Ex
ist
en
tia
l S
uf
fe
rin
g 
in
 th
e 
Pa
lli
at
iv
e 
Ca
re
 S
et
tin
g:
 A
n 
In
te
gr
at
ed
 Li
te
ra
tu
re
 R
ev
ie
w
  
Br
ad
y,
 E
.M
. 
 
 
19
99
 
St
or
ie
s a
t t
he
 H
ou
r o
f O
ur
 D
ea
th
 
Br
uc
e,
 M
.J.
 
 
 
20
09
 
Cr
ea
tin
g 
an
d 
Fi
nd
in
g 
M
ea
ni
ng
 in
 V
isu
al
 a
nd
 W
rit
te
n 
Te
xt
s T
hr
ou
gh
 A
es
th
et
ic 
Ex
pe
rie
nc
e:
 F
ou
r C
as
e 
St
ud
ie
s o
f H
os
pi
ce
 P
at
ie
nt
s 
Do
w
ns
, K
. 
 
 
20
14
 
Un
de
rs
ta
nd
in
g 
th
e 
Ex
pe
rie
nc
es
 o
f S
ta
ge
 IV
 B
re
as
t C
an
ce
r: 
A 
Q
ua
lit
at
iv
e 
In
qu
iry
 o
f a
 S
ta
ge
 IV
 D
ia
gn
os
es
 
Dr
ag
es
et
, J
. e
t a
l. 
 
 
20
17
 
Cr
uc
ia
l A
sp
ec
ts
 P
ro
m
ot
in
g 
M
ea
ni
ng
 a
nd
 P
ur
po
se
 in
 Li
fe
: P
er
ce
pt
io
ns
 o
f N
ur
sin
g 
Ho
m
e 
Re
sid
en
ts
 
de
 G
uz
m
an
, A
. e
t a
l. 
 
20
09
 
Fi
lip
in
o 
El
de
rly
´s
 S
en
se
 o
f R
em
in
isc
en
ce
, L
iv
in
g 
Di
sp
os
iti
on
s, 
an
d 
En
d-
of
-L
ife
 V
ie
w
s 
Ha
rr
is,
 H
.  
 
 
20
08
 
Gr
ow
in
g 
W
hi
le
 G
oi
ng
: S
pi
rit
ua
l F
or
m
at
io
n 
at
 th
e 
En
d 
of
 Li
fe
 
 
 
Ha
ug
, S
.H
. e
t a
l. 
 
20
15
 
Ho
w
 O
ld
er
 P
eo
pl
e 
w
ith
 In
cu
ra
bl
e 
Ca
nc
er
 E
xp
er
ie
nc
e 
Da
ily
 Li
vi
ng
: A
 Q
ua
lit
at
iv
e 
St
ud
y 
fro
m
 N
or
w
ay
 
  
Iro
ns
id
e,
 P
. e
t a
l 
 
20
03
 
Ex
pe
rie
nc
in
g 
Ch
ro
ni
c I
lln
es
s: 
Co
-c
re
at
in
g 
Ne
w
 U
nd
er
st
an
di
ng
s 
Kn
ox
, M
.K
 e
t a
l. 
 
20
17
 
Lo
st
 a
nd
 S
tr
an
de
d:
 T
he
 E
xp
er
ie
nc
e 
of
 Y
ou
ng
er
 A
du
lts
 w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
La
rk
, E
. 
 
 
20
14
 
M
ak
in
g 
Sp
ac
e 
fo
r D
yi
ng
: P
or
tr
ai
ts
 o
f L
iv
in
g 
w
ith
 D
yi
ng
 
la
 C
ou
r, 
K 
&
 H
an
se
n,
 H
.P
. 
 
20
13
 
Ae
st
he
tic
 E
ng
ag
em
en
ts
: “
Be
in
g”
 in
 E
ve
ry
da
y 
Lif
e 
w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
la
 C
ou
r, 
K.
 e
t a
l. 
 
20
09
 
Ac
tiv
ity
 a
nd
 M
ea
ni
ng
 M
ak
in
g 
in
 th
e 
ev
er
yd
ay
 Li
ve
s o
f P
eo
pl
e 
w
ith
 A
dv
an
ce
d 
Ca
nc
er
 
 
 
 
 
 
 
M
ac
ka
y,
 M
.M
. &
 B
lu
ck
, S
. 
 
20
10
 
M
ea
ni
ng
-M
ak
in
g 
in
 M
em
or
ie
s: 
A 
Co
m
pa
ris
on
 o
f M
em
or
ie
s D
ea
th
 R
el
at
ed
 a
nd
 Lo
w
 P
oi
nt
 Li
fe
 E
xp
er
ie
nc
es
 
M
ar
tin
o,
 M
.L
. &
 F
re
da
, M
.F
. 
20
16
 
M
ea
ni
ng
-M
ak
in
g 
Pr
oc
es
s R
el
at
ed
 to
 T
em
po
ra
lit
y 
Du
rin
g 
Br
ea
st
 C
an
ce
r T
ra
um
at
ic 
Ex
pe
rie
nc
e:
 T
he
 C
lin
ica
l U
se
 o
f N
ar
ra
tiv
e 
to
 P
ro
m
ot
e 
a 
Ne
w
 C
on
tin
ui
ty
 o
f L
ife
. 
 
M
or
ris
se
y,
 M
.B
. 
 
20
11
 
Su
ffe
rin
g 
an
d 
De
cis
io
n 
M
ak
in
g 
Am
on
g 
Se
rio
us
ly
 Il
l E
ld
er
ly
 W
om
en
 
Pe
rc
y,
 P
.E
. 
 
 
20
16
 
M
ou
rn
in
g 
an
d 
Tr
an
sf
or
m
at
io
n:
 A
 P
he
no
m
en
ol
og
ica
l S
tu
dy
 o
f L
iv
in
g 
Th
ro
ug
h 
th
e 
Jo
ur
ne
y 
of
 G
rie
f 
Po
gg
e,
 S
.M
. 
 
 
20
13
 
Th
e 
Ex
pe
rie
nc
e 
of
 Li
vi
ng
 w
ith
 C
hr
on
ic 
Ill
ne
ss
: A
 H
eu
ris
tic
 S
tu
dy
 
 
 
Re
dh
ou
se
, R
.  
 
20
15
 
Lif
e-
st
or
y;
 M
ea
ni
ng
 M
ak
in
g 
Th
ro
ug
h 
Dr
am
at
he
ra
py
 in
 a
 P
al
lia
tiv
e 
Ca
re
 C
on
te
xt
 
  
Sh
in
, J
. &
 S
te
ge
r, 
M
.  
 
20
14
 
Pr
om
ot
in
g 
M
ea
ni
ng
 a
nd
 P
ur
po
se
 in
 Li
fe
 
Sk
ag
gs
, B
. &
 B
ar
ro
n,
 C
.  
 
20
06
 
Se
ar
ch
in
g 
fo
r M
ea
ni
ng
 in
 N
eg
at
iv
e 
Ev
en
ts
: C
on
ce
pt
 A
na
ly
sis
 
So
lo
m
on
, D
. &
 H
an
se
n,
 L.
 
 
20
15
 
Liv
in
g 
Th
ro
ug
h 
th
e 
En
d:
 T
he
 P
he
no
m
en
on
 o
f D
yi
ng
 a
t H
om
e 
 
 
St
ei
nh
au
se
r, 
K.
 &
 A
le
xa
nd
er
, S
. 
20
09
 
Se
rio
us
ly
 Il
l P
at
ie
nt
s’ 
Di
sc
us
sio
ns
 o
f P
re
pa
ra
tio
n 
an
d 
Lif
e 
Co
m
pl
et
io
n:
 A
n 
In
te
rv
en
tio
n 
to
 A
ss
ist
 w
ith
 T
ra
ns
iti
on
 a
t t
he
 E
nd
 o
f L
ife
 
Su
k-
er
b,
 W
. 
 
 
20
14
 
Re
sil
ie
nc
e 
an
d 
Co
pi
ng
: T
he
 P
er
sp
ec
tiv
es
 o
f C
an
ce
r P
at
ie
nt
s, 
Fa
m
ily
, C
ar
eg
iv
er
s a
nd
 M
ed
ica
l V
ol
un
te
er
s a
t K
ha
m
pr
am
on
g 
M
on
as
te
ry
, T
ha
ila
nd
 
va
n 
W
ijn
ga
ar
de
n,
 E
. e
t a
l. 
 
20
17
 
A 
Ca
pt
iv
e,
 a
 W
re
ck
, a
 P
ie
ce
 o
f D
irt
 
W
rig
ht
, S
. e
t a
l. 
 
20
15
 
M
ea
ni
ng
-c
en
te
re
d 
Dr
ea
m
 w
or
k 
w
ith
 H
os
pi
ce
 P
at
ie
nt
s: 
A 
Pi
lo
t S
tu
dy
 
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
 Th
e 
CO
DI
NG
 S
YS
TE
M
 
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
Co
de
s 
 
Ex
pl
an
at
io
ns
  
 
 
 
 
 
 
 
 
 
 
 
    
    
    
    
    
 
Co
un
ts
 (N
= 
28
8)
 
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
NM
M
 
 
- t
he
 d
isc
us
sio
n 
or
 fo
cu
s o
f t
he
 li
te
ra
tu
re
 is
 n
ot
 o
n 
m
ak
in
g 
m
ea
ni
ng
 a
m
on
g 
te
rm
in
al
ly
 il
l i
n 
nu
rs
in
g 
ho
m
e.
 
 
 
 
 
 
 
 
61
 
NN
H 
 
- s
et
tin
g 
is 
no
t i
n 
nu
rs
in
g 
ho
m
e 
or
 a
lik
e.
   
 
 
 
 
 
 
 
 
 
 
 
10
6 
NT
I 
 
- p
ar
tic
ip
an
ts
 o
r i
nf
or
m
an
ts
 in
 th
e 
st
ud
y 
ar
e 
no
t t
er
m
in
al
ly
 il
l o
r d
oe
s n
ot
 co
in
cid
e 
w
ith
 th
e 
in
clu
sio
n 
cr
ite
ria
 o
f t
hi
s s
tu
dy
. 
 
 
 
 
 
 
29
 
NM
M
P,
 N
NH
  
- p
ar
tic
ip
an
ts
 o
r i
nf
or
m
an
ts
 a
re
 te
rm
in
al
ly
 il
l b
ut
 th
e 
di
sc
us
sio
n 
is 
no
t o
n 
m
ak
in
g 
m
ea
ni
ng
 a
nd
 th
e 
se
tt
in
g 
is 
no
t i
n 
nu
rs
in
g 
ho
m
e 
or
 a
lik
e.
  
 
 
 
 
12
 
NM
M
P,
 N
TI
 
 
- t
he
 se
tt
in
g 
is 
in
 n
ur
sin
g 
ho
m
e 
an
d 
al
ik
e,
 b
ut
 th
e 
di
sc
us
sio
n 
is 
no
t f
oc
us
 o
n 
m
ak
in
g 
m
ea
ni
ng
 a
m
on
g 
te
rm
in
al
ly
 il
l. 
 
 
 
 
 
 
7 
NN
H,
 <
65
 
 
- t
he
 d
isc
us
sio
n 
or
 fo
cu
s o
f t
he
 li
te
ra
tu
re
 is
 o
n 
m
ak
in
g 
m
ea
ni
ng
 b
ut
 n
ot
 in
 n
ur
sin
g 
ho
m
e.
 T
ho
ug
h 
te
rm
in
al
ly
 il
l b
ut
 n
ot
 a
bo
ve
 6
5-
ye
ar
-o
ld
. 
 
 
 
 
6 
NT
I, 
NN
H 
 
- t
he
 d
isc
us
sio
n 
or
 fo
cu
s o
f t
he
 li
te
ra
tu
re
 is
 o
n 
m
ak
in
g 
m
ea
ni
ng
 b
ut
 n
ot
 in
 n
ur
sin
g 
ho
m
e.
 T
he
 p
ar
tic
ip
an
ts
 o
r i
nf
or
m
an
ts
 a
re
 n
ot
 te
rm
in
al
ly
 il
l. 
 
 
 
 
50
 
Q
N 
 
- t
he
 st
ud
y 
is 
qu
an
tit
at
iv
e.
  
 
 
 
 
 
 
 
 
 
 
 
 
2 
RN
T 
 
- t
he
 li
te
ra
tu
re
 ta
lk
s a
bo
ut
 m
ak
in
g 
m
ea
ni
ng
 in
 d
yi
ng
 b
ut
 th
e 
ve
rb
at
im
 a
cc
ou
nt
s o
f t
er
m
in
al
ly
 il
l i
n 
nu
rs
in
g 
ho
m
e 
ca
nn
ot
 b
e 
tr
ac
ed
 in
 th
e 
fin
di
ng
s o
r c
on
clu
sio
n.
 
 
 
 
4 
NE
 
 
- t
he
 li
te
ra
tu
re
 is
 n
ot
 in
 E
ng
lis
h.
 
 
 
 
 
 
 
 
 
 
 
 
 
2 
AI
CP
 
 
- a
ll 
or
 a
lm
os
t i
nc
lu
sio
n 
cr
ite
ria
 a
re
 p
re
se
nt
 in
 th
e 
lit
er
at
ur
e.
 
 
 
 
 
 
 
 
 
 
 
2 
CR
 
 
- t
he
re
 is
 a
va
ila
bl
e 
ab
st
ra
ct
 o
f t
he
 li
te
ra
tu
re
 b
ut
 d
ur
in
g 
fu
ll-
te
xt
 re
vi
ew
 ca
nn
ot
 b
e 
re
tr
ie
ve
d 
or
 o
pe
ne
d 
in
 sp
ite
 o
f m
ea
ns
 to
 fi
nd
 th
e 
w
ho
le
 co
nt
en
t. 
 
 
 
 
7 
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
…
. 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xv 
 
 
Appendix D 
Flow Diagram of the Search Strategy Results 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xvi 
 
 
 
 
n=
 2
5 
n=
 1
18
 
n=
 5
 
n=
 1
40
 
Appendix E 
Trends of the 288 Searched Literature in Terms of Publication Year 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 xvii 
 ……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
 
Au
th
or
/ 
 
 
Ai
m 
 
 
De
sig
n 
 
Se
tti
ng
s  
 
 
Nu
mb
er
 of
  
 
Da
ta 
Co
lle
cti
on
 
 
Fin
din
gs
 
Da
te
 &
 Co
un
try
 
 
 
 
 
 
 
 
 
 
Inf
or
ma
nt
s 
 
M
et
ho
d /
An
aly
sis
  
 
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Th
em
es
: 
Ku
las
, G
ail
/ 
 
To
 en
te
r in
to
 a 
re
lat
ion
sh
ip 
He
rm
en
eu
tic
al 
 
-Se
nio
r´s
 re
sid
en
ce
  
(5)
 
 
 
Au
dio
ta
pe
 
1. 
Th
e E
xp
er
ien
ce
 of
 D
yin
g 
 
20
01
, C
an
ad
a 
 
wi
th
 dy
ing
 an
d g
en
er
ate
  
Ph
en
om
en
olo
gy
 
-Lo
ng
-te
rm
 in
sti
tu
tio
n 
W
illi
am
 
 
 
int
er
vie
w 
/ 
2. 
Ine
vit
ab
le 
De
sti
ny
 
 
 
 
un
de
rst
an
din
g o
f t
he
ir 
 
 
-In
fo
rm
an
t´s
 ho
me
  
Ch
ris
tin
e 
 
 
Th
em
at
ic 
 
3. 
Re
fle
cti
on
 on
 a 
Lif
e t
ha
t 
 
 
 
ex
pe
rie
nc
es
. 
 
 
 
 
 
 
Ha
nk
 
 
 
An
aly
sis
  
ha
s B
ee
n L
ive
d 
 
 
 
 
 
 
 
 
 
 
 
Jam
es
 
 
 
 
 
4. 
“Y
ou
 Ki
nd
a T
ry 
to
 be
 
 
 
 
 
 
 
 
 
 
 
 
Fra
nc
es
 
 
 
 
 
    
 Pr
ep
ar
ed
” 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
5. 
Ho
pin
g 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
6. 
“M
y B
od
y”
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
7. 
Inf
lue
nc
ed
 of
 M
ed
ica
l 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    
La
nd
sca
pe
s 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
8. 
“I´
m 
Sti
ll L
ivi
ng
” 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
9. 
“Y
ou
´ve
 G
ot
 to
 Li
ve
 w
ith
 a 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    
 Li
ttl
e B
it o
f P
ain
” 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
10
. A
gin
g a
nd
 D
yin
g 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
11
. L
ivi
ng
 O
n 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
12
. T
he
 O
th
er
 Vi
sta
s 
   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Th
em
es
:  
Ka
ng
, S
eu
ng
 H
ee
/ 
 
To
 ex
plo
re
 on
e´s
 jo
ur
ne
y 
De
scr
ipt
ive
  
-N
ur
sin
g H
om
e 
 
(1)
 
 
 
Au
dio
ta
pe
 
1. 
M
ov
em
en
t f
ro
m 
He
ll 
20
06
, n
ot
 m
en
tio
ne
d 
to
wa
rd
s t
he
 un
kn
ow
n a
nd
 
Ph
en
om
en
olo
gy
 
 
 
 
M
rs.
 Er
ick
so
n 
 
int
er
vie
w 
/ 
    
to
 Ac
ce
pt
an
ce
 
 
 
 
to
 un
de
rst
an
d h
ow
 on
e  
 
 
 
 
 
 
 
 
He
rm
en
eu
tic
al 
2. 
Co
pin
g M
ec
ha
nis
m 
 
 
 
se
es
 th
e e
nd
 of
 lif
e a
nd
  
 
 
 
 
 
 
 
 
An
aly
sis
  
3. 
Im
ag
e, 
M
et
ap
ho
r, 
Sto
rie
s 
 
 
 
ho
w 
on
e i
s g
ro
wi
ng
 in
to
 
 
 
 
 
 
 
 
 
 
 
    
an
d O
th
er
s E
mb
ed
de
d i
n 
 
 
 
fu
lln
es
s i
n t
he
 jo
ur
ne
y. 
 
 
 
 
 
 
 
 
 
 
    
M
rs.
 Er
ick
so
n´
s E
xp
er
ien
ce
. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
4. 
M
rs.
 Er
ick
so
n´
s J
es
us
 w
ith
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    
Ho
mo
ou
sio
n 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
5. 
Th
e P
ro
ce
ss 
of
 M
rs.
 Er
ick
so
n´
s 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    
Sp
irit
ua
l G
ro
wt
h 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
6. 
M
us
ic 
as
 an
 El
em
en
t t
ha
t G
av
e 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    
M
rs.
 Er
ick
so
n´
s L
ife
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
7. 
M
rs.
 Er
ick
so
n´
s m
ea
nin
g o
f L
ife
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
8. 
W
ill 
to
 Li
ve
 U
nt
il D
ea
th
. 
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
……
…:
 
  
He
rm
en
eu
tic
al
  
An
al
ys
is 
Th
em
at
ic 
 
An
al
ys
is 
Appendix F 
Methodological Characteristics of the Two Primary Qualitative Studies 
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Critical Review Components *Questions                   Kulas (2001)               Kang (2006)  
.................................................................................................................................................................................................................................................................... 
 
STUDY PURPOSE  *Was the purpose and/or research        
   question stated clearly?   Yes   Yes 
 
LITERATURE   *Was relevant background literature reviewed?  Yes   Yes 
 
STUDY DESIGN  *What was the design?    Hermeneutical  Descriptive 
Phenomenology  Phenomenology 
 
   *Was a theoretical perspective identified?  Yes   Yes 
   *Method/s used?    Interview   Interview 
 
SAMPLING   *Was the process of purposeful selection described? Yes   No 
   *Was sampling done until redundancy in the data    
   was reached?    Not Addressed  Not Addressed 
   *Was informed consent obtained?   Yes   Yes 
 
DATA COLLECTION  *Clear and complete description of site?  Yes   Yes 
   *Clear and complete description of participants?  Yes   Yes 
   *Role of researcher and relationship with 
                                                                       participants described?    Yes   Yes 
   *Identification of assumptions and biases of 
      researcher described?    Yes   Yes  
   *Procedural rigor was used in the data collection?  Yes   Not Addressed 
 
DATA ANALYSIS  *Data analysis were inductive?   Yes   Yes 
   *Findings were consistent with and reflective of the data? Yes   Yes 
   *Decision trail developed?   Yes   Yes 
   *Process of analyzing the data were described adequately? Yes   Yes 
   *Did a meaningful picture of the phenomenon 
      Under study emerge?    Yes   Yes 
   *Was there overall credibility?   Yes   Yes 
   *Was there overall transferability?   Yes   Yes 
   *Was there overall dependability?   Yes   Yes 
   *Was there overall confirmability?   Yes   Yes 
 
CONCLUSIONS &  *Conclusions were appropriate given the study findings? Yes   Yes 
IMPLICATIONS  *The findings contributed to theory development 
     and future practice or research?   Yes   Yes 
   
..................................................................................................................................................................................................................................................................... 
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Quality (Critical) Appraisals of the Two Primary Qualitative Studies 
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Appendix H 
Illustration of the Thematic Synthesis Process in this Study  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
